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Critical Dementia Studies 


This book puts the critical into dementia studies. It makes a timely and novel 
contribution to the field, offering a thought-provoking critique of current 
thinking and debate on dementia. Collectively the contributions gathered 
together in this text make a powerful case for a more politically engaged and 
critical treatment of dementia and the systems and structures that currently 
govern and frame it. 

The book is inter-disciplinary and draws together leading dementia schol- 
ars alongside dementia activists from around the world. It frames dementia 
as first and foremost a political category. The book advances both theo- 
retical and methodological thinking in the field as well as sharing learning 
from empirical research. Outlining the limits to existing efforts to frame and 
theorise the condition, it proposes a new critical movement for the field of 
dementia studies and practice. 

The book will be of direct interest to researchers and scholars in the 
field of dementia studies and wider fields of health, disability and care. It 
will provide a novel resource for students and practitioners in the fields of 
dementia, health care and social care. The book also has implications for 
dementia policymaking, commissioning and community development. 
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Introduction 


Why critical dementia studies and 
why now? 


Linn J. Sandberg and Richard Ward 


Who do we not save? 


In May 2021, a series of texts and images leaked to the press gave an insight 
into the behind-the-scenes ‘frenzied planning’ that took place within 
UK central government in the early months of the coronavirus pandemic 
(Schraer, 2021). Of particular note was the image of a whiteboard covered 
in scribbled handwriting from a strategy meeting held on March 13, 2020. 
The meeting involved the then Prime Minister Boris Johnson, his chief sci- 
entific and medical advisers as well as government aids and data scientists. 
Towards the bottom of the board the question had been posed: ‘Who do we 
not save?’ 

With the dubious benefit of hindsight, we now know the answer to that 
question. In the UK, as in many other parts of the world, people with 
dementia were disproportionately represented in the death toll from the 
pandemic. Many more faced serious privations as part of the human cost of 
COVID-19. What we saw, even in the earliest stages of this global health 
crisis, were efforts to sub-divide an amorphous ‘public’, to categorise and 
hierarchise so-called citizens in ways that made it very clear that the inter- 
ests of some were being pitted against those of others. The pandemic is then 
a useful place for us to start arguing for the timeliness of a book that advo- 
cates for critical dementia studies. 

As a number of chapters in this book observe, long-term aged care came 
to play a prominent role in the narrative of the pandemic, in part because 
it served as a site for the concentration of people with dementia. In many 
countries people were transferred from hospital to care home without prior 
screening for COVID. As the pandemic continued to evolve, the emerg- 
ing dominance of a biomedical framing overshadowed any form of social 
response or consideration. Care homes remained locked down with visitors 
barred even as restrictions were lifted for other parts of the population. 
Older and disabled people and those with existing conditions were deprived 
of a voice and made visible only anonymously by a daily count of deaths 
and infections due to the virus. No official occasions or spaces were cre- 
ated to mourn the lives lost, sending a message that these lives were not to 
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be grieved. In the UK, bereaved relatives eventually began painting small 
red hearts on a wall in central London with a short memorialising message 
to their loved one. Over time, tens (eventually hundreds) of thousands of 
hearts appeared as grief and protest began to coalesce and bereavement 
turned into resistance. Meanwhile, government ministers bullishly claimed 
that they had ‘got all the big calls right’ both during and in the aftermath 
of the pandemic. While the scale of the tragedy in the UK was greater than 
for most other European nations, the pattern whereby vulnerable groups 
and individuals were often the most likely to be placed at risk was mirrored 
globally. All over the world, people with dementia were failed by state gov- 
ernment and its institutions. This book makes clear —if we leave these events 
unanalysed, we risk normalising those conditions. 


Defining dementia — The need for change 


Commonly, dementia is understood as a disease category, or more specif- 
ically a syndrome, chronic and progressive in nature, that leads to dete- 
rioration in cognitive function. Like most biomedical constructs it is cast 
as value-free, a medical fact that supposedly transcends time and place. A 
history of dementia has been posed largely as a linear story of progress from 
the negative treatment of older people as senile, to the subsequent discovery 
of dementia as a disease, mostly ‘in’ but not necessarily “of” old age. This 
historical narrative has done little to resolve the practical marginalising 
and de-valuing of people with dementia. Cure remains the dominant goal, 
not care. Discursively and materially, dementia has been ring-fenced as a 
‘health responsibility’ and consequently been left out of broader analyses of 
disability and ageing. The canons of disability studies and social gerontol- 
ogy (arguably for rather different reasons) have been built largely through 
exclusion of dementia. There remains an unspoken anxiety that opening up 
to dementia might risk ‘re-medicalising’ the hard-fought territory of socio- 
logical understandings of later life built up through discourses of successful 
and positive ageing. Despite the status of dementia as a cognitive disability, 
the field of disability studies has often struggled to acknowledge ageing or 
the problems that may come with it. 

Conceptually, while dementia sits at the intersection of ageing, disability 
and mental health, dementia studies have been slow to embrace or benefit 
from the ideas and political resources developed within these related fields 
of scholarship. Culturally, the prospect of dementia encapsulates wide- 
spread fears about ageing and the loss of self. These are often amplified 
through mainstream media and popular cultural representations. Collec- 
tively, as we have outlined above, those living with dementia are frequently 
set apart from society; their care now and into the future is often depicted as 
a grave threat to economic and social stability. Policy outputs related to the 
condition routinely employ alarmist demography to this effect, formulated 
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in terms of “burden” or “epidemic”. In this context, all too often the mantra 
of 'family and community' is offered as the only alternative. 

To paraphrase Marcus and Fischer (1999) it sometimes seems that the 
field of dementia studies has an experimental edge but a vast conservative 
hinterland. As we argue in the final chapter of this book, this has a lot to do 
with the way that a biomedical paradigm continues to cast a long shadow 
over the field, while disciplines such as social gerontology appear to have 
ceded dementia to a pathological model. This means dementia scholarship 
has become siloed, only loosely intersecting with a wider academic debate, 
and is consequently often marked by insularity both theoretically and politi- 
cally. However, as people with dementia around the world begin to mobilise, 
challenging the paternalistic, disempowering excesses of service provision 
coupled with gradual erosion of formal care through policies of fiscal con- 
solidation (i.e. austerity), the time is right for a more radical rethinking of 
dementia. 


What is ‘Critical’ in critical dementia studies? 


In this book, our focus is upon dementia as a political category, socially pro- 
duced, with a history as well as an array of potential futures. We argue for 
more than just enhanced criticality (after all, what self-respecting researcher 
doesn’t consider their work to be critical?). Rather, we seek to instil a com- 
mitment to critical studies that situate dementia according to its intersec- 
tions with a broader political movement. By this, we are not proposing any 
uniform understanding of the critical. The theoretical and political gene- 
alogies of this book are manifold and sometimes in tension. The chapter 
authors write from within different ontological and epistemological fram- 
ings, from the more materialist (including a focus on political economy) 
to post-structuralist and post-materialist. To borrow from Stephen Katz’s 
characterisation of critical gerontology, we might similarly think of critical 
dementia studies as ‘nomadic forms of thought’ (Katz, 2003, p. 201). 

At the heart of critical theory and practice is a commitment to social jus- 
tice. Each branch or iteration opposes oppression and participates in a poli- 
tics of coalition as it works for change. This includes throwing into question 
assimilationist arguments advanced by liberal-humanist and social citizen- 
ship scholarship that rest upon the belief in an essentially benign state. From 
this standpoint the state, and by extension its many institutions, including the 
health and welfare systems, are routinely assumed to be fair and just. Such a 
consensus worldview has long argued for the inclusion of people with demen- 
tia but without a critique of the conditions into which people are supposedly 
being included. Increasingly, critical scholarship also employs an intersec- 
tional lens, mistrustful of what Jackson (2013) describes as ‘single liberatory 
strategies’. It rejects earlier reliance upon fixed and essentialised notions of 
identity that supposedly persist through continuous time. Crucially, a shared 
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belief is that knowledge is socially constructed and historically contingent, 
and that this provides opportunities and openings for transformative action. 

In many cases, critical scholarship adopts a contestatory stance in rela- 
tion to more mainstream perspectives within its field (Hall, 2019). This 
entails critiquing what Grant (2016) has called ‘power-silent’ accounts of 
people’s experience, and the overall failure to connect such accounts to 
broader power networks. We need to pause and consider the ways in which 
both research and practice depoliticise dementia. This has led to locating 
it as a question of individual struggle, formulated in terms of stigma and 
individual insensitivity and cruelty, rather than as a matter of systemic and 
structural inequity and oppression. On this point, Kafer (2013) has argued 
for looking beyond often biomedically constituted categories of illness and 
disability to seek out collective affinities. Such affinities can lead to build- 
ing alliances and ultimately a politics of coalition. The challenge of turning 
dementia studies critical is then an open-ended endeavour. 


Overview of the book 


With the challenge issued by critical dementia studies outlined above, we 
have organised this book into four sections. Here, we briefly explain the 
thinking behind this structure while giving a flavour of what each chapter 
has to offer. 


Reclaiming and recasting 


“What does a person with dementia look like?’ This question is explicitly 
raised in Chapter 3 by Patrick Ettenes, where he/she discusses not becoming 
intelligible as a person with dementia. Ettenes’ question resonates with a 
wider issue explored in this volume: who is ‘the person with dementia’? We 
need to recast just who is collectively envisaged as ‘the person with demen- 
tia’ and rethink the elliptical category ‘people with dementia’. There remains 
an evident lack of intersectional analyses in current dementia research and 
a silence surrounding what this means for our understanding of the lived 
experience of the condition. Contributions to this first part of the book thus 
provide a living breathing account of what it means to ‘fit into lots of catego- 
ries’ as Ettenes describes him/herself. From Helga Rohra (Chapter 4), Daithi 
Clayton (Chapter 1) and Ettenes, we further hear about efforts to police the 
boundaries of dementia as a diagnostic category and the scepticism they 
have faced for not fitting into unspoken but normative constructions of the 
person with dementia. The homogenising ambition to ‘treat everyone the 
same’ is, as Clayton suggests in their chapter, effectively erasing differences 
and the specific life histories of marginalised groups. Clayton’s contribution 
to this book underscores the value of learning drawn from a life lived along 
less normative or hegemonic lines. Their own refusal of conformity hints at 
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the wealth of experience routinely obscured by efforts to compress people 
into categories for the expediency of policy or practice. 

We have drawn together first-hand accounts by five people who live with 
and navigate dementia and cognitive ableism (1.e. disablement associated 
with cognitive impairment), but who also confront racism, misogyny, 
homo- and trans-phobia as well as other forms of ableism and health-ism. 
Such experiences of multiple forms of marginalisation and oppression are 
absolutely central to understanding what critical dementia studies is about, 
disrupting the homogenising impulse behind much existing research and 
practice. These first-hand contributions complicate the discourses of ‘living 
well with dementia’, pointing to how gender, sexuality, dis/ability, health, 
ethnicity and race pose particular kinds of vulnerabilities. Thus, Ettenes 
in his/her chapter tells of struggles with loneliness and mental health and 
Ronald Amanze (Chapter 2), through poetry, expresses frustrations at being 
unheard and discriminated against within the care system. Speaking as a 
dementia activist, Rohra (Chapter 4) shares her experience of how women 
with dementia are far more readily challenged when speaking publicly of 
their experience. 

Yet, the chapters in this part also reflect various everyday joys, such as 
music, dancing and friendship, as well as significant forms of resistance, both 
in terms of organised activism and advocacy and through everyday resist- 
ance. This includes resistance against controlling care, ‘I don’t want to be 
drugged into submission’ as Clayton phrases it. It also involves resistance to 
having one’s identity erased as a queer person, and how this defiance could be 
expressed through simple things such as painting one’s nails and wearing ‘a 
fucking dress’, as Ettenes puts it. As such the writers are not only reclaiming 
their voices but also recasting the narrative beyond binaries of tragedy or 
living well, proposing different possibilities for /iveable lives that encompass 
vulnerability and struggles as well as happiness. 

Reclaiming also concerns one’s history, background and culture. Through 
an almost real-time poetic online diary Amanze has pursued his desire to 
connect with Black history, often through cultural intersections of words 
and music. Or, as Ettenes describes, returning to a place one has migrated 
from may bring back memories and sustain you through difficult times. The 
chapters also point to the significance of one’s communities and relation- 
ships. Rohra describes the importance of peer support and the mentorship 
received from other dementia activists in order to become an activist herself. 
The photo essay with/by Birkby Griffith and his daughter Marsha portrays 
the role of intimate relationships, and how Marsha enables Birkby’s identity 
as a runner and dancer. Supported by Wendy Hulko, the Griffiths share 
images from a photo-diary with the aim of making visible the lived experi- 
ence of someone who no longer communicates verbally. 

While this book starts with the ‘voices’ and experiences of people with 
dementia, this is not to suggest that critical dementia studies is a matter of 
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simply adding more voices. Indeed, we would question the drive for ‘authen- 
tic voices’ in some existing dementia research (see further discussion in 
Chapter 19). Instead, we need to, in the words of Maria Matsuda (1991), 
‘ask the other question’: how does the framing of ‘the person with dementia’ 
make some positions visible and intelligible while others are rendered invis- 
ible or unintelligible? 


Relframing 


Framings of dementia in scientific discourse as well as in media and cultural 
narratives have material consequences for people’s everyday lives. The sec- 
ond section thereby explores how dementia is framed according to existing 
research agendas as well as in the cultural imaginary, specifically film. The 
section also points to the potential for critical reframing. 

Questions of personhood, self and subjectivity are threaded throughout 
dementia studies and in Chapter 6 Stephen Katz and Annette Leibing take 
us on an impressive, critical and reflective journey that traces the diverse 
and evolving constructions of personhood and related questions in demen- 
tia research. They organise these developments according to three thematic 
stages: “Disease, Loss and the Medicalisation of Dementia’, ‘Person-Centred 
Care and Its Critics’ and “De-Centring Humanism’. Each stage is shown to 
carry limitations and challenges. For instance, liberal-humanist person- 
centred approaches have usefully challenged narrow biomedicalised con- 
ceptions of dementia as deficit, pre-occupied with cognitive impairment. 
Nonetheless, as Katz and Leibing observe, person-centred approaches are 
themselves limited not least in how they overlook the structural conditions of 
care, where austerity-led cuts to the care system have resulted in a failure to 
recognise the personhood and rights of both people with dementia and their 
care partners. At the same time, they argue, even more recent work, which has 
decentred humanism and disrupted underlying assumptions about time and 
memory, cannot be regarded as the end of the story. Ultimately, the chapter 
points to the need for an on-going critique of the critique in dementia studies. 

Nick Jenkins (Chapter 7) takes further issue with the exceptional position 
of personhood and the human subject within existing dementia research 
and offers a radical proposal of ‘thinking with animals and other forms of 
(nonhuman) life’ in dementia studies. Jenkins suggests that there is a need 
for more attention to the links between cognitive ableism and speciesism, 
and how the othering of those with cognitive disabilities rests on the premise 
that they are not fully human. Rather than sticking with a human rights dis- 
course, which by definition is exclusionary, a multispecies approach which 
disrupts notions of humans as indivisible and exceptional could thus offer 
a path to radical social change, Jenkins argues. Interestingly, what Jenkins’ 
argument suggests is that critical dementia studies do not by default have to 
pit themselves against the natural sciences or biomedicine. Instead, emerg- 
ing research within these fields, including studies of the human microbiome 
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and the co-constitution of human and nonhuman cells in our bodies, may 
lead to other ways of thinking about self/non-self (see also Shildrick, 2021). 
There may then be alliances to be made to reframe and disrupt existing 
enactments of dementia. 

Overall inattention to questions of power and social inequity in current 
framings of dementia has been one of the main impulses for this volume. 
The focus of Maria Zubair's chapter (Chapter 8) is specifically on the silence 
that surrounds issues of racism within dementia research agendas and the 
dominance of an unmarked white standpoint. Zubair discusses how minor- 
ity ethnicities and cultural difference are recursively framed as the problem 
in research, leaving whiteness unaddressed and invisible. The way demen- 
tia is enacted in current research institutions is thus very much a matter of 
which bodies inhabit and control them. Indeed, critical dementia studies 
must also be about disrupting the comfortable. The possibilities of upsetting 
current research agendas require resistant and disobedient researchers who 
make visible the workings of power. Yet, at the same time, and as Zubair 
forcefully illustrates, the vulnerable positioning of some scholars due to 
intersections of race with gender, dis/ability, class and an increasing precar- 
ity in academia makes such resistance difficult. 

The possibilities for deconstructing cultural framings of dementia are 
addressed in Sadie Wearing’s chapter (Chapter 9), where she explores how 
recent mainstream films can provide more progressive narratives on demen- 
tia. Political and media discourses as well as cultural representations often 
intermingle with biomedical narratives to frame dementia as a burden. Crit- 
ical analysis of films and other cultural artefacts are significant for the ways 
dementia is imagined and can indeed be reimagined as they, in Wearing’s 
words, ‘elicit a range of affective responses’. Contemporary films may repro- 
duce longstanding tropes of dementia as catastrophic loss while simulta- 
neously providing ways of rethinking care relations and vulnerability. As 
Wearing points out, readings of such representations are thereby a crucial 
aspect of critical engagement with dementia, allowing opportunities for 
interrogation of popular understandings that circulate about the condition. 


Care and control 


As we discussed at the beginning of this chapter, the political context of 
dementia became acutely visible as the COVID-19 pandemic unfolded. It 
was soon painfully clear how older people in general and older people with 
illnesses and disabilities in particular were positioned as outside ‘frames 
of grievability’ (Butler, 2009), their lives deemed not worth protecting. 
This betrayal of claims to citizenship is critically explored in the third part 
Care and Control. The chapters in this part in various ways take contempo- 
rary crises as a theme, not only the pandemic but also neoliberal austerity 
politics. Collectively, they highlight the structural violence and precarity 
imposed on people with dementia, especially those living in long-term care. 
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Amanda Grenier and Chris Phillipson (Chapter 10) outline a contempo- 
rary shift which they refer to as ‘precarious ageing’. It isan experience of later 
life characterised by the withdrawal of institutional supports and universal 
welfare alongside increasingly privatised care markets. Consequently, they 
suggest we are witnessing the intersection of intensified biomedicalisation 
and a wider social and cultural devaluation of ageing subjects. Precarious 
ageing affects people with dementia in care homes in particular ways. The 
vulnerability of people with dementia is often understood in medicalised and 
individualised terms. Yet, thinking with Grenier and Phillipson, the precar- 
ity of people with dementia in care homes can be understood as a ‘politically 
induced condition’ which leaves people unprotected and exposed. 

This exposure is discussed further by Hamish Robertson and Joanne 
Travaglia (Chapter 11) who draw on Achille Mbembe’s concept of ‘necropo- 
litics’ to explore the political conditions that surround and decide where and 
how people with dementia may live and die. They take the COVID-19 pan- 
demic as a case in point, examining the structural conditions under which 
older people with dementia are understood as expendable in the population 
and thus excluded from treatment and care, or are subjected to harmful and 
in some cases fatal political interventions. Robertson and Travaglia make 
a compelling argument for how the position and treatment of people with 
dementia should not be understood merely as the failure of individual insti- 
tutions or organisations. Instead, they argue, it is linked to wider questions 
of population ageing and longstanding ideas of the ‘healthy state’. As future 
crises will inevitably emerge, including new pandemics as well as health cri- 
ses and climate-change related disasters, these issues will only become of 
greater relevance and significance to the positioning of people with demen- 
tia in society. 

The structural violence against people with dementia and care homes 
as sites for individual and structural harms are also highlighted by Linda 
Steele, Lyn Phillipson, Kate Swaffer and Richard Fleming (Chapter 12). 
While care homes are often regarded as therapeutic, benevolent and benign 
settings, Steele and colleagues introduce a more politicised terminology 
from critical disability scholarship where care homes are understood as 
‘carceral’. These institutional settings normalise control, confinement and 
segregation under the banner of protection. While these kinds of political 
framings have been rare in dementia studies, they are important not only 
because they challenge current conditions but also because they provide 
more radical ways of reimagining care. As Steele and colleagues rightfully 
point out, ideas of abolition of existing care institutions would require more 
equitable communities. 

However, where there is power and control there is also resistance, which 
is shown by Andrea Capstick and John Chatwin (Chapter 13). In their argu- 
ment, what is often perceived in biomedical or psychosocial paradigms as 
‘challenging behaviour’ or ‘inappropriate’ verbal expressions may instead be 
understood as forms of cultural resistance in a controlling care environment. 
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Drawing on Bakhtin's theories, the authors discuss how the people with 
dementia they observed in their research used humour and ‘laugh[ed] in the 
face of adversity’. While struggling to be heard, in various ways residents 
tried to resist how they were approached and positioned in everyday inter- 
actions. Few studies on citizenship and agency in dementia focus on people 
in care environments and Capstick and Chatwin's chapter thus provides a 
novel lens for thinking about resistance among those who are often per- 
celved as too frail, too impaired or disabled, and lacking a political voice. 


Forging alliances 


In the final part ‘Forging alliances’ of this volume, the authors explore the 
affinities and coalitions between dementia studies and feminist, queer, crip, 
critical disability and neurodiversity scholarship. A shared feature across 
the chapters is how other critical movements and theories contribute to 
problematising a discourse of consensus and assimilation within demen- 
tia studies. In contrast to liberal-humanist and citizenship approaches to 
dementia, which focus on the individual, their rights and responsibilities, 
the authors in this part underscore the need to turn the gaze towards the 
normative. This includes for example highlighting the always unstable cate- 
gories of dementia and ‘ablemindedness’. 

Hailee Yoshizaki-Gibbons (Chapter 14) explores the potential of conver- 
gences between critical disability studies and dementia studies. Yoshizaki- 
Gibbons argues that one of the things to be learnt from critical disability 
perspectives is how a rights-based discourse does little to challenge state 
power or neoliberal capitalism and often prioritises the rights of the more 
privileged within a disabled community. Alongside other chapters in this 
volume, Yoshizaki-Gibbons calls for a greater focus on intersectionality 
and argues that dementia should not be regarded as a separate/distinct 
category but as co-constitutive with race, gender, sexuality, mental health 
and so on. She points out that marginalised groups are at greater risk of 
becoming ill with dementias, while the question of who is understood as 
sane, healthy and rational is also intimately linked to different power asym- 
metries. Yoshizaki-Gibbons argues that turning to critical disability studies 
frameworks and concepts such as the ‘bodymind’, ‘debility’ and a ‘crip of 
colour-critique’ may thus be useful to forge more systemic structural change 
and social justice. 

Overall, difference is a contentious issue in dementia studies, and Linn 
Sandberg (Chapter 15) focuses on how feminist scholarship can be drawn 
upon to explore this. Sandberg argues that recent discourses of “living well 
with dementia’ have sought to underscore the normality/sameness of people 
with dementia and evaded questions of difference. This kind of approach is 
still highly invested in narrow and normative Western modernist ideals of 
active, agentic, autonomous, cognitive subjects. Sandberg suggests that femi- 
nist scholarship provides ways of thinking of dementia as lived and embodied 
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difference, which does not necessarily equate difference with otherness, and 
highlights the potential of people with dementia living across different posi- 
tionalities of forming an epistemic community — a “demented” standpoint’. 

Forging alliances is not only about identifying theoretical and method- 
ological affinities, but very much a matter of coalitions in practice, and 
of how critical knowledges can inform policy and practice. Wendy Hulko 
(Chapter 16) explores this challenge through the process of becoming an 
accomplice and managing to ‘walk the talk’ through development of criti- 
cal praxis. This is vital, given longstanding criticism of critical scholarship 
as effective in dismantling existing frameworks, but often falling short of 
building a new political apparatus. Hulko offers a case study of the incre- 
mental process of shifting from normative assumptions to critical awareness 
in social care practice. Her chapter provides a valuable insight into how a 
more critical agenda can be fostered through practice. 

Another close companion to critical dementia studies is queer theory, 
as introduced by Andrew King (Chapter 17). King outlines the potential 
for queer theory to trouble the commonplace and normative in dementia 
research, policy and practice. Emerging in the wake of another global health 
crisis, the AIDS pandemic, queer theory and activism have provided force- 
ful critical tools and resources to deconstruct binaries of healthy/patholog- 
ical and normal/deviant that are directly applicable to dementia studies. 
But queer theory also poses pertinent critical questions about normative 
constructs of time and memory. Indeed, King draws upon queer theoretical 
work (such as that of Halberstam) to suggest that forgetting may be usefully 
understood outside the realms of the pathological as a form of disruption to 
normative chronologies. 

Many affinities exist between queer theory and the neurodiversity para- 
digm, which originally emerged within critical studies of autism, and which 
is discussed by Linda Orulv (Chapter 18). In her chapter Orulv asks how 
neurodiversity, a concept that aims to depathologise neurodivergence, can 
contribute to critical dementia studies. The chapter provides a compelling 
case study, this time of what a critical methodology might look like for 
bridging different experiences of ‘difference’. Orulv outlines a methodology 
that draws attention to the unmarked privilege that resides in much main- 
stream scholarship. Through this, she points to how critical dementia stud- 
ies might be generative of a new (coalitional) politics that leads to change. 

Our concluding chapter, “Thinking back and looking ahead’, is less a con- 
clusion and more an effort to draw together learning from the preceding 
chapters to map the co-ordinates to guide a critical methodology for demen- 
tia studies. With the aim of informing the thinking and approach of research- 
ers and practitioners interested in engaging with a more critical reading of 
dementia, we bring into dialogue two commentators who have helped inspire 
this book: Alison Kafer whose book Feminist, Queer, Crip (2013) not only 
integrates different strands of critical thinking and theory but usefully 
demonstrates how the discourse and dominance of the able-bodied and 
able-minded intersect in processes of disablement and exclusion. Alongside 
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Kafer is Patti Lather (2007), a feminist ethnographer, whose own work 
engages directly with intersections of gender, health and disablement in the 
experience of HIV and AIDS. Lather draws on this experience to outline a 
different kind of methodology. Her argument is for uncertainty, unknowing 
and a lack of confidence as methodological strengths. In this final chapter, we 
bring these two influences into dialogue and apply the learning to dementia 
scholarship. We argue for bringing ourselves closer to experiences of demen- 
tia while simultaneously moving farther away from dementia as a fixed and 
stable category of experience. 


No big bang 


This book grew out of a series of meetings and workshops convened by the 
Critical Dementia Studies Network.! Many ideas and different territories 
were mapped during these events from diverse perspectives and disciplines 
that included the participation of campaigners living with dementia. It 
would be misleading to suggest that what it represents is something new 
or previously unvoiced. Rather it is the weaving together of many differ- 
ent threads across a variety of disciplines, domains, histories, cultures and 
practices of dissent. Indeed, Lather (2007) has cautioned against conven- 
tional notions of what she describes as a ‘successor regime’ in narrativising 
an evolving discipline. She observes this often leads to overblown proclama- 
tions of the “big bang’ of a new ‘turn’ or paradigm. Instead, she argues for 
a less sequential understanding and a rather different temporality. A more 
representative portrayal of an emerging critical direction for dementia stud- 
ies might then involve slow change based upon accretions in practice. This 
is more about reflecting on what’s been missed or left unsaid as it is about 
the novelty of an alternative framing. It is then as much a matter of thinking 
back as of looking ahead. 

We believe that the time has come for critical dementia studies. Together 
we are calling for more approaches that problematise, defamiliarise, denat- 
uralise and destabilise common assumptions and orthodoxies in dementia 
research, policy and practice. This means reflecting upon what we have 
become attached to, in terms of theories, concepts and methods, and what 
our habits and attachments enable or impede. We offer this volume as an 
introduction in a genuine sense — as an invitation or an opening to further 
dialogue. It is not our intention to fix what critical dementia studies is, but to 
explore what it may become. Collectively, we hope the ideas and arguments 
advanced in this book prove to be a critical moment in the field of demen- 
tia studies, one that will inspire future scholarship and ultimately lead to 
change. 


Note 


1 Visit our webpages: https://memoryfriendly.org.uk/programmes/critical-dementia- 
network/. 
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1 I want to be the orchestrator of 
my entire fabulous life 


Dáithi Clayton 


I was born in the United States, although I am Irish. My family came from 
Ireland, from County Monaghan. I was born and raised in the United States 
in an Irish Catholic (alcoholic, dysfunctional) family. I was queer from the 
cradle. I just remember without even having a vocabulary for it, just know- 
ing that I was different, you know — “a Sissy’. And I survived, so many people 
did not, but I learned very quickly how to navigate those spaces in-between. 
Then I came out in the 1970s just five years after the Stonewall Rebellion 
of 1969, which is what the modern gay rights LGBT+ movement celebrates 
(there had, of course, been homophile efforts long before that). I have lived 
my life out of the closet and travelled all around the world: North America, 
South America, Europe, Africa and Western Asia. 

I was a caregiver during the AIDS epidemic. I showed up and lost a 
whole lot of friends who aren’t here any longer (both King, Chapter 17, and 
Robertson and Travaglia, Chapter 11, further discuss parallels between 
AIDS and the COVID pandemic). So, I’ve been at the bedside for the death 
rattle and all of that. It doesn’t have to be awful and horrible; it can actually 
be a celebration and a joy, depending on how the life is lived, how it’s held 
and what is valued. 

Personally, I value my queerness at its core, to the very end, even in this 
culture that is frequently LGBTQI-phobic, transphobic, ageist and ableist 
as hell — as I’m finding out! But I will go down fighting to not have my core 
identity erased by heteronormative care. That’s not been my lived experi- 
ence; I’ve never been heterosexual in my life, and I don’t want my care to be. 

Back in the mid-1970s when I came out, we really just had two labels, ‘les- 
bian’ and ‘gay’, and that was it. I was around at that heady time when there 
were these political debates about how should we proceed? Should we be 
revolutionary, living outside of an established society? Or, should we assimi- 
late and be just like the good heterosexuals? Well, guess who won? We’ve got 
same-sex marriage and gays in the military and all of that, but what a price 
we paid. So, I was a rebel with a cause from the very beginning. I remem- 
ber early leaders like Audre Lorde in New York City and Barbara Gittings 
and so many of them were women and women of colour, who advocated 
for ‘smashing the patriarchy’ and that’s what my life has been about and 
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continues to be about. So, I first identified as a gay man back in the 1970s 
and then I evolved in my own life and over time, as more and more letters 
were added to the big (LGBTQ+) tent. I don’t consider myself transgender, 
but I’m not in the binary any longer (i.e. non-binary). It just seems to fit more 
and more, and that’s who I am. 

But I’m still on a journey; wherever I’m at in my life and with my health 
conditions too, it may change over time — however much time I have avail- 
able to me. So, this is where I’m at today: non-binary, using pronouns ‘he’ 
and ‘they’. It was just a little like coming home to myself. Everyone’s journey 
is unique, but I also hear echoes of this in other stories, not only from my 
own generation but in conversations that I have with younger generations 
who are inspirational as well. I have, and others of my generation have, so 
much to teach from our lived experience, but I am also a lifelong learner; 
it never, ever stops. It has been exhilarating and liberating because I am a 
liberationist — that’s how I’ve always identified. 

I was first diagnosed with prostate cancer at stage two. I had surgery in 
a tiny little college town in Slovakia and then I went back to the United 
States for further cancer treatment. In the United States there are several 
of these LGBTQ-inclusive health care centres, some in San Francisco, LA, 
Washington, several of them, and well, Chicago had one: the Howard 
Brown Health Centre. That was very affirming and hugely important for 
me because they are about the intersectionality of identity and diagnosis 
and medical support. It was there that they sent me for an MRI brain scan 
which showed the presence of amyloid plaques and micro-strokes, which 
were contributing factors to the early onset dementia that I was eventually 
diagnosed with. It’s not easy to adjust to chronic conditions that have no 
cure — I know where this train is headed! I’ve been living with both (cancer 
and dementia) now for nearly ten years and increasingly symptomatic with 
both. There are surprises on this dementia journey; it’s not always a walk in 
the park, that’s for damn sure! However, there are good surprises and gifts 
along the way, too. What I’m finding is that the journey of discovery never 
really ends. 

Well, since the Trump shitshow started I saw that trainwreck coming 
and left the United States and went back to Ireland, where I had residency 
and medical care, and I was hoping to find a rainbow community. I was 
down in Cork, where there are some wonderful people. Unfortunately, my 
general practitioner was both homophobic and transphobic. She never, in 
three years, ever touched my body. She was my doctor, and there was not 
even a physical examination nor even a touch or anything. I remember when 
I initially met her about my dementia diagnosis (which had already been 
determined by MRI and then cognitive function testing in Chicago) and 
she turned to me and said ‘I don’t see it’. Oh, really? What does dementia 
look like to you, doctor? Pll never forget that, and I stopped going to her 
because I didn’t feel safe or respected. It’s changing, I know, in both the 
UK and Ireland and elsewhere, but not nearly enough. No one should be 
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dealing with that in 2022. So, I was down in Cork and I did a lot of volunteer 
work and advocacy, particularly around older LGBTQI folks and dementia 
issues, hoping to get a support group up and running but getting nowhere 
with it. Eventually, I made the decision that nothing’s going to change in this 
country, and I don’t have the luxury of time. So, I packed up everything and 
moved here to Belgium. 

When Pm in a safe space I literally let my hair down. I don’t always do 
that even where I live now in very progressive Belgium; this is a new place, 
a new town right now, where people have been very welcoming, but at least 
for right now, I wear my hair up and back, but I do still wear my accessories 
and feminised clothing and all of that. What I really like, and it’s happened 
to me several times here in Flanders and when I was in Turkey and Mexico, 
is when I am mistaken for a woman or when people aren't sure you know, I 
love that! Ideally, I would like to be in a genderless society, just let go of all 
of it and be who we are. In Ireland, they clearly didn’t know what to make 
of me. I did some advocating not only on my own behalf or for my own 
community, but for all marginalised communities. I am a revolutionary to 
the very end. 

This process of brain atrophy can be slow and it shows up in so many dif- 
ferent ways. I try to observe those changes or symptoms as dispassionately 
as possible, without drama. I’ve been experiencing a little of what I thought 
were hallucinations, a bit of wandering; I can’t cook on my own safely in the 
kitchen any longer. I have carers who come into my home now and it’s a very 
intimate thing to have people come into your home. It’s absolutely critical 
to me that they understand who I am at my core, not just tolerate or respect 
me- I want celebration. Celebrate me! and they do. I have three of them who 
are just wonderful, I’m so grateful for that. 

The first carer who came, and she’s still coming, she’s coming tomorrow 
actually. When she learned that I'm a member of the LGBTQ community, 
well, among other things, she told me about this LGBT club in the nearby 
town. I haven’t been yet, but it sounds fabulous. The second time she came 
to visit me, she brought a bag full of women’s clothes. I didn’t ask her to do 
that, it was simply a gesture that she made that she thought I would enjoy. 
It turns out she has some remarkably good taste. I was very, very grateful, 
and it’s those kinds of human heart-to-heart interactions that I think are too 
often missing among the training that modern clinicians receive. 

So far so good here in Belgium, but even here there’s some work to do. 
I want to have my advanced directives about who I am and when I can 
no longer communicate for myself, I want it in writing and not only in 
English but translated into Dutch and I want it made very clear, I don’t want 
prayers. I don’t want artificial resuscitation either, or breathing machines 
or anything like that. I would like a disco ball, thank you very much. That’s 
when I was coming of age and celebrating the end of my yellow brick road, 
that’s hugely important. I’m having that which I didn’t get in my home coun- 
try of Ireland, and I don’t think it’s unique only to Ireland; I know it’s true 
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in the UK and probably even here in Belgium. I mean it’s easy to recognise 
the rabid hateful homophobes and transphobes. What's much, much more 
insidious is ‘Oh, we treat everyone the same’ — Oh yeah? Well, in treating 
everyone the same, what happens for older people of the LGBT commu- 
nity? You're erasing their identity because that sameness is almost always 
heteronormative care in the context of your nuclear family — your mother, 
father, kids — but don’t impose that on me, particularly when I am at my 
most vulnerable. 

Some organisations are doing remarkably good, inclusive work, not 
just with the LGBT community but with BME communities, and so many 
different marginalised communities and all around intersectionality with 
ageing brain issues. There are now at least seven LGBTQI safe spaces for 
people living with dementia. ’ve been Zooming (teleconferencing) with 
one in London for over a year and a half now, there's one in Manchester. 
Later today I’m going to be Zooming with the fabulous folks in Brighton, at 
Switchboard. That's my Rainbow family of support. I've been campaigning 
for something similar in Ireland for over two years but still nothing. ‘We 
treat everyone the same’ — it’s so clueless. And that’s the thing, too, about 
this brave new post-COVID world we inhabit—all this Zooming—it’s still a 
connection, virtual or otherwise, and absolutely a lifeline. Later today, Pm 
going to dial into the Brighton Group. It’s mostly these older lesbians from 
all over the UK who have just welcomed me and we’re going to get together, 
eventually. My mobility is rapidly declining, but I can get on a Eurostar 
train to be able to have a weekend with my rainbow family of support and I 
want them with me to the very end. 

Doctor M. is my primary care physician here in Belgium. She’s a wonder- 
ful young woman 50 years my junior. I was referred to her by the transgen- 
der information point at the local university. First thing she asked me was 
which pronouns I preferred using — that was great, that’s all Pm looking 
for. That would never happen in Ireland. Here in Belgium and in other EU 
states, they have euthanasia and assisted suicide. I want that choice avail- 
able whether I avail myself of it or not. I want to be the orchestrator, not 
only of the end of my life, but my entire fabulous life. It’s a conversation that 
I’ve already begun having, it’s a quite a rigorous process. I don’t want the 
medical community deciding ‘put them on artificial breathing machines, let 
them have 20-30 more years of whatever they call life’. No, I want to be able 
to make that decision for myself, not the state, not the church, not the justice 
system — me. It’s my life, you don’t get to decide, you don’t know better than 
I do. 

So, all I have is my pension, that’s all I have right now, and it’s stretched 
as far as I can. I know that there are thousands and thousands of older folks 
in deep shit right now, but I’m still here. I’m still doing the best I can for 
as long as I can and I will continue looking for, and not just looking for, 
but demanding support. I won't settle for less — I’m not built that way. I’ve 
heard these horror stories about not just people with dementia but older 
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folks tethered to their beds in care homes. Well, part of that appeals to my 
bondage fetish but seriously, 1 don't want to be drugged into submission, 
and I know that's what they do in Medicare settings (in the United States). 
It might sound clichéd, but I am who Iam and I want to remain that way for 
as long as I’m able. It’s not all bad in here but I’ve had conversations with 
my doctor particularly around pain management because it can be pain- 
ful, osteoarthritis and all of these things. When I need it, I want more than 
paracetamol or a fucking cup of tea. I want morphine for that shit! And she 
assured me that IIl have that available to me, so Im OK with this journey. I 
really am. I just want to be affirmed by the people who take care of me — that 
Iam who I am to the very end. 

Here in Europe, I think more than ten years ago in Stockholm, they 
opened the first LGBTQI-inclusive care home specifically for older folks — 
the Rainbow House. It has a very long waiting list and I’ve been on it for 
many years because I want to die among queer folks. I think I may be a 
teeny-weeny little bit heterophobic, and I own that. But wouldn’t it be fab- 
ulous? Gay bingo, Drag Queen bingo, just be who you are to the very end. 
Celebrate that and don’t just allow it on Rainbow Pride week, I want Pride 
every fucking day of the year. 


2 Small quantities at a time 


On music, poetry and 
social media 


Ronald Amanze 


This is the first-hand narrative of Ronald Amanze who had a stroke 
and sustained a brain injury before being diagnosed with dementia 
a couple of years later. The chapter interweaves Ronald's story with 
poems about his everyday life that he publishes regularly on his Twit- 
ter account. 


My mum and dad were both born in Jamaica. They came to the UK as 
part of the Windrush generation with my elder sister Shirley, with whom I 
am very close. Reggae and ska music from the Caribbean underpinned my 
upbringing. It was always played at family gatherings. As a young man, I 
had a wide circle of friends, and we were in and out of each other’s homes 
with no consideration of race, colour or creed. 

As time passed, we went to youth clubs, where the main music was reg- 
gae. I remember Marcia Griffiths and Bob Andy singing “Young Gifted and 
Black’, and ‘Liquidator’ by Harry J. Allstars, Toots and the Maytals. But not 
just reggae — The Jacksons, Carol King, The Beatles, The Rolling Stones. 
Great music. As kids, we were always into the latest fashion. In the skinhead 
era, we wore Ben Sherman shirts, DM boots, Harringtons and a Crombie 
coat. I always find it interesting that skinheads are sometimes associated 
with racism. In my community and the world I grew up in, I never saw or 
experienced any of that. I was conscious of my colour, and the mixing with 
other colours was part of the beauty of my youth. 


June 19th 2022 

In the Dementia world. 

I’m often reading about research programs. 

And wonder. When SOME (Only some) 

Professionals and academics talk about seldom heard communities. 
What do they mean by that. 

Are they also talking about 

The romantic voices in our communities 

Like Ronalds <3 
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When I was in my late teens, I began to read. I read amazing books. By 
Angela Davis or Malcolm X. I became aware. Occasionally, people would 
joke, “What's a Black man like you doing with a Scottish name like Fergu- 
son?’ I didn’t take issue with it, but I did become curious about my name 
and my heritage. When I was reading about Africa, there was a name — 
Amanze — which means ‘the quality ofa king’. And so I adopted that because 
it identified me as who I was, culturally. When I went into the music indus- 
try, Ronald Amanze became my pseudonym. 


June 22, 2022 

When they see me coming 

With my sparklers and my twigs. 

I guess they says. 

Look there comes Ronald again. 
Trying to stand up to the machine. 


There is blatant racism in our society. Often, I think what leads to racism 
is cultural misunderstanding. People seem to misunderstand me. I am ener- 
getic and passionate. But that behaviour is not the norm for certain parts 
of England. And I wonder when they see I am Black, do they interpret that 
more negatively than they would normally? 


April 25th 2021 
As I could not find any Black books written on the subject of dementia 
By people of my heritage from the perspective of someone with a lived 
experience. 
I had to learn from my experiences. 
Which is one reason why l aspire to write a book. 
So others may learn from my journey. 


History has become much more important to me over the last few years. I 
had a stroke, and sustained a brain injury. Two years later 1 was diagnosed 
with dementia. With dementia, people began to talk a lot about memories. 
I realised I didn’t have a lot of memories — not of growing up. So now I call 
my auntie in Jamaica and ask her about Jamaica and about my mum and 
dad. I even wrote a song about it called ‘Black History”! When I consider my 
heritage, it saddens me to think about what Black people had to go through. 
I know the exclusion that Black people have felt. 

Over the last few months, during coronavirus lockdown, I feel very 
strongly that I have been culturally misunderstood by the council, and dis- 
criminated against. They are a big bureaucracy, and they have power. And 
I don’t. And it leaves me feeling threatened and feeling constantly anxious. 


March 28th 2020 
Need time to think about things. 
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When phoned up out of thin air expected to discuss things 
Without fore Notification. It confuses and frightens me, 
Yesterday I had an interesting call from 

Someone who said they were my new social worker. 
WOW. That is my 8th social worker. 


March 31st 2020 

True story. When asked how I am. I just say I’m ok. 

But today I am bored and exhausted with social isolation and fatigue 
Sometimes It feels my freedom has been relentlessly revoked. Nonethe- 
less, no matter how socially inclined I am. 

I am sticking to the rules. 


August 6th 2020 

Due to the COVID 19 Lock down 

I’ve certainly experienced a change of circumstances 

Nonetheless despite the anxiety and stress 

In some respects I have started to grow like a tree. 

With branches evolving out of me. 

As my poor unruly happy Brain has started to lean towards the Sun. 


November 14th 2021 

As Pm exhausted with always being told to wait. 

For another meeting, Or for another futile debate 

Under no illusions and not complaining. 

As I do understand how heritage and stigma influences perception. 
So Happy and Ok I’ve decided to just smile and move on. 


August 2nd 2022 

Interesting 3.05 am. 

Been awake thinking. 

When things seem to matter to me. 
I’m not taken seriously. 


There is a real need to educate people about dementia. Alzheimer’s Society 
has been amazingly helpful during that time. 


April 15 2022 

Honestly I’m not being critical nor complaining. 

Its just my nonessential opinion. 

But speaking from experience. And observations. 

I believe most support services are designed to encourage their clients 
To be dependent on medication and reliant on their services. 


Getting my diagnosis was sad. But it has galvanised me to make the best of 
my life and live a meaningful life. I want to live every moment, and address 
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incorrect notions. I am not frail. I do not need support all the time. Some- 
times, I might need support, but I am more likely to need empathy and 
encouragement and understanding. 


January 24th 2021 
Though they know I struggle to explain myself. 
Stumble over words and lose my way in what I aim to say 
Yet nonetheless so many people have been inviting and including me 
in conversations. 
How beautiful and nice. 
On a separate note real conversations always make me smile 
February 24th 2021 
I’ve been invited to many talks where I try not to share an opinion. 
Simply as I struggle to explain myself in words??? 
Plus my thinking needs time to consider what I feel and wish to say. 
As all too often what I think and what I feel, 
Seems to come out in an alternative way 


Some things make people uncomfortable and dementia is one of those 
things. If you have dementia, it is beautiful to have real conversations. But it 
feels awkward. So in a way, we need to be inspired to talk about dementia. 
I came up with this idea about encouraging people to talk about dementia, 
but through music and arts and poetry. Sabrina Jantuah and Cheryl Elliott 
from Alzheimer’s Society motivated and encouraged me to progress it, and 
Iam so grateful to them. 


January 30th 2021 
Perhaps one reason why I think I am turning in to a tweeting machine. 
(so to speak) 
Is simply because I lose focus early in conversation. 
I stray in my conversation. And I find it more reliable and comfortable. 
To explain myself in small quantities at a time. 


People began to send in their submissions by email. Just a few at first, and 
then dozens. Something remarkable happened. It became called ‘Talk 
Dementia’ and was moved to Twitter ((varts_dementia). Now there are hun- 
dreds of entries. It is growing like a tree. It has sprung all of these branches. 

I am conscious of my language. I stumble over words. But with poetry 
and music, I feel comfortable in the way I communicate and express myself. 
In art, I cannot make a mistake — I am making a new language. There is no 
restriction to my conversation. I can be expressively real and free. I can mix 
words with African drumming and reggae and ska. When I am at my lowest, 
1t is the very definition of social prescribing. 


July 26th 2022 
Beyond the storm-lashed corridors of my brain, 
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Through social prescribing and nurturing alternative ways, 

To talk about and share the many burning issues and conversations 
in my brain, 

Especially the happy beautiful debates, 

I now write poetry, dementia diaries and song 


I see Talk Dementia as like a tour bus. There is a mainstream bus that visits 
lots of areas. But there is also our bus, and it goes to the areas that the main- 
stream bus doesn’t stop at — especially poor or marginalised communities. 
It makes people feel better through social prescribing. Talk Dementia gives 
me freedom of expression where I don’t have to tiptoe around the conversa- 
tion. I feel grateful and excited that I can build on something. This will keep 
me active and in line with a world that I want to be in. 


May 26th 2022 

I am unsure how it got in there. 
But I have just found a lush 
Beautiful garden inside of me. 
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3 Who knew a pothole could 
bring it all back? 


Patrick Ettenes 


This is a small chapter from my own life journey about what it means to be a 
Dementia Activist or an Ambassador, and the expectations that come with 
it. In 2019, I won the National Diversity Award, for LGBT Positive Role 
Model of the Year. Funnily enough I had literally been about to give up. 
Looking back, I think I was trying to hold myself accountable for a lot of 
people and speak on their behalf but when I won the award, it gave me a bit 
of a spark. I had messages come in from all around the world; people wrote 
in from Barbados, Trinidad, Panama, Canada, and the Netherlands. It was 
really touching. Some of the messages were so thoughtful and caring that 
I still have them to this day. When I got the award and I saw those messages, 
I realised I had a responsibility. I came to realise — that’s my job now. 


Trying to change things 


After being diagnosed with dementia (due to frontal lobe atrophy), I realised 
there were services missing. Being me, I went out and started to develop 
them. Back in 2017, I made a video with the Alzheimer’s Society for a project 
called ‘Bring Dementia Out’! It was only a ten-minute video and took about 
a month to make. The video entailed travelling to different parts of the 
country and interviewing people who identified as members of the LGBTQ+ 
community. I was basically investigating what it was like living with demen- 
tia or caring for someone with dementia from within the LGBTQ+ commu- 
nity, asking about the challenges people faced and their fears. It is one thing 
to speculate but another to hear it from the horse’s mouth. 

At the end of two years, the project finished. The video did well, we 
achieved a great deal and so I assumed it would all continue. I honestly 
believed that someone would take it on and allow us to continue the work. 
Well boy was I wrong: ‘Money Patrick, it takes money’. I was told there was 
no available budget. You could imagine my disappointment so I asked: ‘How 
much money would it take?’ ‘About £80,000’. I smiled and said, ‘Sure ok 
give me a month, Pll get you your money”. Everyone in the office burst into 
laughter... A slight mockery maybe and a slight kindness towards my 
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delusional state. Well, it took about two months until I had secured the fund- 
ing (and more). We even got linked in with Supernova, the movie (discussed 
further in Chapter 9). Who knew that our little project could get linked with 
a worldwide movie! For one year I received the funding for a project that did 
much in a short space of time and hopefully helped to change things. 

The project is now linking with Dementia United, a co-ordinated pro- 
gramme of services and support across Greater Manchester.? The city has 
the second largest LGBT community in the UK, and I now have a support 
group for people from across the Northwest. Some people are understand- 
ably terrified of dementia. Think about a trans person having to go into a 
care home, the risks they face. Many care providers don't have the patience 
and they don't have the knowledge of how to support someone who is trans, 
so I realised there's a lot of fear. More recently, I’m helping to set up the first 
LGBTQ+ Dementia support group for Malta. 


Struggles and loneliness 


So far, all's well and good, but behind the scenes is where the true battle 
lies — like a monster under the bed. I was struggling on a personal level. Yes, 
I’m helping other people, but what's happening for me by the time I closed 
the front door or when that laptop shuts, the phone calls end, or I reach 
home from a meeting away? The emptiness to my personal life was becom- 
ing more visible to me. I was feeling as if my relationships were falling apart 
because people just didn’t want to accept my dementia, and all that came 
with it. I don’t just have dementia; I also live with PTSD, am recovering 
from a break down, and am still learning to normalise my nerves, adapting 
to a whole new body, and recovering. Yet, people have tried to take advan- 
tage of me when they knew I had dementia. “Oh, don’t worry, Il be the next 
of kin’ and all this sort of stuff. They would be pushing for it and I’m like 
‘And maybe after next of kin you want to have power of attorney over me?’ 
Even friends: ‘Oh yeah, we never had that conversation Patrick, that’s your 
dementia kicking in’. I mean like ‘How fucking dare you?!’ ‘Everyone else 
remembers the conversation, but you use my condition to get away with it’. 
In our (LGBT) community we have always supported each other, and our 
chosen family has educated us. But my experience of dementia has made me 
see my community in a different light. 

Here in Manchester where I live now, I know a lot of people, and I do a lot 
of good work, but on a personal social level Manchester hasn’t always been 
the most accepting place with me. I don’t feel as if I fit in. Even within my 
own relationships and with friends here, I don’t have a ‘best friend’. Back in 
Wales, there’s a friend of mine who’s known me for about 21 years; we met 
on the stairs of a club called Trade in London. He’s my memory bank; he 
tells me all the stories of our youth about the adventures we used to have and 
the things we used to do, and I cry sometimes. He says, ‘Don’t cry, don’t get 
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upset that you don’t remember these things, I’ll remember them for yov’ — 
and that's wonderful. But I don’t have anyone here who does that. 

The charity ‘LGBT Foundation’ that I work for is the one that saved my 
life, the people there support me like no other. So, there are aspects of the 
community that saved me. I owe them everything but they're not in my per- 
sonal life. In fact, my personal life with dementia is really screwed up. When 
COVID happened and the LGBT Foundation closed and everyone went 
home, I saw nobody. I couldn't see my doctor, psychological help stopped, 
help with substance abuse stopped, the Alzheimer’s support worker no 
longer came over, and I couldn’t see my family for about three years. That 
had been my support line — that was my safe zone. 


Home, love, and memory 


So, I went home, back to Barbados, and I spent three months there. It was 
the best time of my life. Of course, we still had lockdown over there, but I 
was with my best friend, I was with people that cared for me. My best friend 
there (who I think of as my Gay mother) has known me since I was 15 years 
old. When he gave me a hug I felt love for the first time. Like I actually 
felt love coming from him. Love is meant to be a mental thing, but I felt 
a physical thing and I went, ‘Oh my God, this is amazing’. I realised how 
many people are sitting in those care homes and they don’t feel any of that. 
People ask, ‘why do you need to hold someone’s hand with dementia?’ Well, 
because human touch is so important. 

Back in Barbados and I was driving around on my own, I had the mem- 
ories and confidence to do so. I had friends asking ‘Are you OK? Are you 
on your own? Do you want me to stay with you?’ My best friend said, “This 
is your home, this is where you were brought up. This is where your core 
memories are’ and it was true. My family brought me things when I was ill, 
and it was just wonderful. I felt supported, like no one could penetrate and 
get to me because I had family and love around me. My memories came 
back when I was in Barbados because I hit a pothole while I was driving and 
I remember hitting that pothole with every car I had. Who knew a pothole 
could bring it all back? I remembered sitting in the back seat as a kid with 
my parents hitting that same pothole, then being able to drive the first time 
and hitting that same hole. That pothole reminded me of the kind of mem- 
ories my friend was trying to explain to me. Core memories, something so 
trivial as a hole in the ground could bring back memories I thought I'd lost. 
Thank you pothole! 

You see, in Barbados, my LGBT friends are like family, something I 
describe in my talks as ‘Chosen family’. Within the LGBTQ+ community a 
lot of us don’t have actual blood family, but we decide for ourselves who is 
our family. And these individuals are as close or closer to us than those who 
are relatives. A lot of LGBTQ+ people were ostracised from their family and 
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communities for being gay. Studies show that this can leave emotional scars, 
even trigger events much later in life, and when situations happen where we 
need to speak to health officials, we might not have the “traditional” family 
member, but a Chosen family. 

I guess I’m telling you this because, whenever I went to appointments, 
they would wonder why I was alone. For instance, one time when I felt like 
I was falling apart, I was asked why my mother couldn’t call on my behalf! 
I called and asked for help, but only got help after my mother intervened. 
She rang in and the same week I was given an appointment. That’s when the 
receptionist said, ‘Why didn’t you get your mother to call?’ I said, ‘She lives 
5000 miles away’. This is where I find the work I do important. I’m a bit of 
a fighter, and I realised that not everyone in a similar situation would say 
something. How many other LGBTQ+ people would have experienced such 
attitude, and just walked off, never accessing support? This is where I have 
to be strong for everyone around me and I think that’s why I sometimes feel 
as if I could fall apart, I just want to go off the rails, just to be vulnerable 
sometimes because I’m exhausted. 


Navigating a dementia diagnosis 


In the last couple of years, Pve noticed a decline in my ability to cope with 
stress. The stress and pressure alone could lead to a blackout, which means 
that I don’t remember anything for five to ten minutes. I don’t even remem- 
ber who I am. When it first happened, I was absolutely mortified, because I 
was sitting there with a suitcase, at Euston station (London). I blinked, and 
then I went, ‘Oh my God, where am I?’ I had no memory of getting there, 
how long I was there, or what city I was in. All I knew was that I was at a 
train station, and I needed to get to Manchester. I tried to remember who 
I was, but nothing came to mind — no family memory; no past, present, or 
future thoughts. It was as though I awoke after 100 years and was planted 
right there. I wanted to scream, but I knew that wasn’t right. I stood so still, 
terrified. Eventually the memories came back, and I walked to the train. 

It’s horrible to know you cannot travel like you used to. People see me 
on holiday, but they have no idea of the fears that run through my mind, 
and precautions I take to make sure certain events don’t befall me. Because 
what would happen if I was away, and I blacked out for an hour? How do I 
communicate to others what’s going on? They would laugh at a young man 
who says he cannot remember. When I tell people I don’t remember them, 
and I have dementia, they laugh in my face. Some men, although I explain 
everything, still can’t understand why their mug (face) and the two hours 
I spent fucking with them weren't the highlight of my life and why they 
aren’t engraved on my memory. I don’t have time to remember all of them... 
priorities my dear, priorities. 

Dementia has taken some things from me — all those barriers are slowly 
being depleted. It takes away those small fundamental bricks that build 
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up those walls over the years. That's how dementia affects your brain. It 
doesn’t just take away things, like when you forget what a key is, but it also 
takes away parts of your personality that you worked so hard to get hold 
of. I was given my diagnosis three times, twice retracted, and the third time 
I had the Alzheimer’s Society worker sat next to me and the psychologist 
said, ‘You have dementia’. The Alzheimer’s worker said, ‘We were there 
when you were given your diagnosis and we stand by you’. The uncertainty 
over my diagnosis left me with real difficulties in trusting any medical 
practitioner; nothing seemed certain, and at times it felt like disbelief at my 
condition. I’ve seen this many times before; many people within the health- 
care service believe that if you are mentally unwell, you should LOOK IT. 
And if you’re able to speak for yourself, then clearly to them, nothing is 
wrong. But what do mental health issues look like? What does a person with 
dementia look like? Over the years I’ve noticed that once I say I have demen- 
tia to some, that to them, I am instantly considered stupid, and clearly 
nothing I say matters; my views, thoughts, or perceptions aren’t valid just 
because I have dementia. So, being an activist started to become more and 
more important to me. 


Gender and sexuality 


I came to England originally to have a sex change, and I never went ahead 
with it because the operations were very invasive back then. I’m 39 now, but 
back then, the surgery wasn’t the best. I would never have been able to have 
an orgasm if I were a woman, so I didn’t go ahead with it. The older I get, 
the harder it is to contain that feminine side of me. I am wiser now, not to 
give a fuck. People will say ‘Oh my God, you're a bit feminine’. I say, ‘Go hug 
a landmine, I just can’t deal with you and your internalized homophobia’. 
I have always been able to switch between masculine and feminine, and I 
look amazing. At my first conference, I dressed in a suit and gave my pres- 
entation. As soon as I was done, I went back to the hotel, and three hours 
later, I was a beautiful heiress from the 1920s and they were all amazed. 
People were like, ‘Oh my God, you look fantastic’. But that’s the art, that’s 
the beauty of it, and I love it. But while that part of me is important, I came 
to the decision that I’m not going to transition. 

This isn’t why I came back to the UK; it wasn’t to transition, but to find 
the balance within me. I still identify as trans; I am trans and I am non- 
binary and I am he/she and that’s what I say my pronouns are. I sometimes 
perform drag, as a way to look and embrace that which is ultimately beau- 
tiful about being a woman. The only time I think like a ‘man’ is when I do 
substances and for some reason my masculinity comes out. When I’m in the 
bedroom, I have learned to enjoy my dominant side, a side of myself I never 
previously liked because a certain kind of masculinity was beaten into me 
as a kid and forced upon me. Not all was bad — being the son of a police 
officer, I trained in the martial arts, I was shooting guns before I played with 
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dolls, and some days I felt like a mixed-race Lara Croft. I noticed that side of 
myself is more alive now than ever, and it’s a good thing. I wonder how many 
other trans women are going through the same thing, or trans men? What 
1s 1t about dementia that unlocks the sides of ourselves we have hidden? No 
partner, no one is going to say “Oh you can’t. I don’t like you dressing up”. 
I’m sorry, but she needs to come out. It’s a fucking dress and I want to wear 
it and sit and paint my nails. Often you don’t know what version of yourself 
is going to come through. 


Bridging work 


I fit into a lot of categories, and a lot of dimensions. I also have HIV, and 
I used my platform for HIV to develop a platform for dementia. My work 
is becoming international and continues to grow. Some of the people have 
come up to me face-to-face saying that my articles and other work I’ve 
done has saved their lives. I work for an organisation called Black Beetle 
Health that supports people from the LGBTQ+ BPOC (Black, and People 
of Colour) community, and they do a lot of support work around mental 
health, HIV, and substance abuse that is tailored for people of colour, and 
I’ve helped develop their toolkits. I did a lot of work for eight to ten years 
around HIV, and now I’m helping develop guides around HIV and sub- 
stance abuse. 

So, here I am discussing what dementia is and that’s predominantly white 
(as Zubair discusses in Chapter 8). There was not one person of colour that I 
interviewed when I was talking to people from the LGBT community. Now 
I’m realising this gap exists and I need to start representing people of colour 
and I do, I know racism. I am a person of colour and I realise that there’s a 
lot of microaggressions received over the years from racism, from people, 
over a long period of time. I have lived with that and realise that when it 
comes to dementia and race, that’s a huge thing. So, I’m the glue that binds 
people together. If it weren’t for me, the Alzheimer’s Society would not have 
met the LGBT Foundation, the LGBT Foundation would never have hosted 
Bring Dementia Out, and the Guinness Housing Trust would have never 
run their training. And now I’m bringing Black Beetle Health to join them. 
I’m the common denominator, I’m bringing a lot of organisations together. 
Being an advocate isn’t about ‘showcasing’ yourself for organisations, it’s 
about stepping out of them to where you could be needed for those who 
don’t have such organisations. 

I have my mental health issues, I still have to manage life with HIV, I still 
have to deal with loneliness, and I still have to deal with my personal life 
and do all the admin. One of my other jobs finally got me an accessibility 
assistant but I need a personal assistant for my personal life; there’s so much 
I have to do, and I have to manage that. I believe God gave me this condi- 
tion so I could help others. I once said my HIV was the best thing that ever 
happened to me, and now Pm starting to feel like dementia might also be. 
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I always said as a teenager I would change the world. I want to help others; 
no one needs to be left alone like I was: misunderstood and frightened. So 
maybe I will change the world. 


Notes 


1 Here's a link to the video we made: https://www.youtube.com/watch?v= 
Tskv2GFGSL8. 

2 Here’s a link to details of Dementia United, including an interview with me: 
https://dementia-united.org.uk/about-us/. 


4 Nobody is allowed to offend 
us — Not by language, nor 
by attitude 
Helga Rohra 


My name is Helga Rohra, and I live in München (Munich), Germany. I was 
diagnosed with Lewy Body Dementia at 54 years old, and Alzheimer's dis- 
ease was added three years ago. 

I started as a dementia activist because I saw that we needed a change in 
society. The outlook on people with dementia was: we are old, we are not 
speaking up for ourselves, we have no self-determination. We are in a way 
guided by our relatives and different organisations. I felt it was important to 
listen to us and to get our experience and that’s how I started. I volunteered 
myself. 

I started as a dementia activist noticing that there was no post-diagnostic 
support at all for people diagnosed at younger ages. Alzheimer’s societies 
as well as other stakeholders were well prepared to counsel the relatives of 
people with dementia, who were in a very advanced stage of dementia. The 
main aspects that were considered were: care, nursing homes, legal affairs 
and case management for the care partner. I needed a completely differ- 
ent counselling: how can I be enabled to continue with my new life on this 
dementia journey? I still have many abilities! See me as a person, not only 
from a pathological point of view. Being diagnosed doesn’t mean the end of 
life! On the contrary, I felt that as a part of society I wanted to contribute 
and be included in working life and social life too. But nothing existed to 
support that. 

Alzheimer Europe has yearly conferences, and there was a general meet- 
ing where they decided various things referring to people with dementia, 
including what kind of research should be conducted. Obviously, different 
representatives of all countries were there, but I was the only one touched by 
dementia. I was sitting quietly in the front in order to understand, and I took 
notes and then I said: ‘Why don’t we have a group of people with dementia 
who work with you and who tell their opinions about what we need? We can 
speak up for ourselves’. And they said: ‘Do you think this is possible?’ And 
I said: ‘I volunteer myself”. 

I had the courage to speak up that time because if you look at my biog- 
raphy, I always wanted change. I started by being very politically active in 
my local area (that is Bavaria, Germany), then in Munich. And I was always 
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active because my son is a special child. He has a form of autism and I 
started at a very young age to fight, let's call it ‘fight’, for these children who 
have special needs, so I was already involved in political activities, asking 
how I can change something. Today, my son is working at the airport. He 
has studied and still has special needs, but 1 am convinced that many people 
with dementia can be similarly supported if you see the person, not only 
the diagnosis, to better include them in society (see Chapter 18 for further 
discussion of parallels between dementia and neurodiversity). And so I had 
this motivation, and yes, I wanted to speak up. 

My first international conference about dementia — this time attending 
as a person with dementia — was in Thessaloniki. It must have been about 
ten years ago. I met my mentor Richard Taylor (USA) and the activist Kate 
Swaffer (Australia); it was such an incredible turn in my life! I learned that 
campaigning is the only way to raise a voice for people living with dementia 
in my own country. Dementia knows no borders; we stayed in close contact 
to learn from each other and to develop ways to motivate thousands of other 
people with dementia to speak for themselves! 

I started to work on the Board of the Alzheimer’s Society in Munich. 
That was a completely new perspective for all those employed at the Soci- 
ety. After five years, without constructive projects supporting the inclu- 
sion of people with dementia at young ages, I decided to leave that Board. 
Instead, my whole energy and passion was dedicated to the ‘European 
Working Group of People with Dementia’ at Alzheimer Europe. I was the 
Chair for four years and later two years as part of the Steering Group. That 
European group of people with dementia made me strong; I was included in 
projects, working in a team with professionals, being valued. I started with 
the first homepage of a person with dementia, offering lectures and work- 
shops together with professionals. 

Today, after more than 12 years, my life is almost a ‘career’ in dementia: 
appearing on stage over 1,000 times in front of very different audiences. 
My four books in German have been translated into English, Romanian 
and Bulgarian. I never stop raising my voice together with other people liv- 
ing with dementia all over Germany and our border countries: Austria and 
Switzerland. 

My experience so far? Many more people with dementia need to be 
on stage, to be actively involved in working groups, to participate as 
co-researchers and to be portrayed in a positive way in the media. We are all 
heroes who started pioneering for the cause at a young age! We need to be 
empowered and have a voice in political decisions referring to our lives. You 
should never forget: we are the real experts by experience! My campaigning 
keeps me mentally and physically strong and I myself will continue raising 
awareness. 

I am confident and I have a dream: if you have been diagnosed with 
dementia, tell your boss at work and your colleagues. Do not feel ashamed; 
go on working in a team. Tell your family and friends and no one will feel 
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scared to death or distance themselves! Raise your voice in local parlia- 
ments for our rights — for dementia being treated as a disability — and feel 
empowered despite having dementia! (German: trotzDEM = despite having 
dementia) 

To be a dementia activist means to be qualified! Each of us is the result 
of a former life, before getting diagnosed. Each of us is the result of a very 
specific biography! In addition, my personality will not change, at least in 
the early stages of dementia. Having always been interested in trying new 
things, with a high level of communication, being open-minded, hard- 
working, being trained and especially being passionate for what I do and 
being able to light that fire in my friends — all of these are touched by demen- 
tia. These are features needed by a dementia activist. 

However, having experience from a professional point of view in the field 
of dementia is also vital to campaigning. No voice can be strong enough 
without solidarity at the very basic level: with all care partners, with pro- 
fessionals in different dementia fields and with people living with demen- 
tia combined. This requires a unique combination of different skills and 
attributes. Firstly, a positive attitude towards all the losses involved with 
dementia is needed. Also, the ability to be a motivator for others diagnosed 
to rise up and speak up in public. It helps to be eloquent in media contacts 
and to be up-to-date with news from dementia research. It’s also important 
to participate actively in projects and to be a speaker at Alzheimer con- 
ferences and other events. Being well-connected via social media is also 
useful but most of all, having a commitment to dementia advocacy as a 
mission. ALL of these features really keep a brain active — and a person 
happy. 

To speak as a person with dementia, as a strong campaigner, you need 
daily contact with your friends touched by dementia as well as with their 
care partners, friends and families. Only in such a strong relationship 
can I know about all the obstacles encountered by my friends. Obstacles 
either in legal matters — inclusion in the workplace — or in social matters. 
We exchange ideas if somebody is attacked. Let me give you an example. 
Some weeks ago a doctor on Twitter attacked one of my friends, a dementia 
activist. He saw her at a conference and commented on how she talks. He 
is a neurologist and dementia specialist, and he said on Twitter, ‘if all my 
patients were like this person, I think I wouldn't have any patients at all’. 
He asked, “How is it possible [for someone with dementia] to talk in such a 
structured way?’ Yeah, it was an attack, you know, and the women (demen- 
tia activists), no matter whether they were in Singapore, Japan, Germany or 
Bulgaria, all wrote to this man and responded to his attack and said, “You 
have no experience, you don’t know that people with dementia can speak up 
for themselves’. 

I remember this one time. I presented my first book. I’ve since written 
further books, but it was the first one, and it was entitled Stepping Out of 
the Shadows, and I was invited to the Frankfurt book fair by the organiser 
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to speak in front of the audience. I started to speak and to read, and almost 
at once somebody raised a hand — I couldn't even say, ‘let me finish my sen- 
tence’. This person stood up and said, ‘I can’t believe that you have demen- 
tia. You are sent by a theatre company. Shame on you’. I was very upset, with 
tears in my eyes. But I held the microphone and I have a very good technique 
of breathing from meditation. So I was breathing and I said: 


I don’t know who you are. You didn’t even present yourself, Sir, but it 
is disrespectful to question. Do you think somebody with cancer would 
stand on stage and say ‘I have cancer and will talk about my experience’ 
and someone would say, “No, you don’t have cancer?’. Pm not prepared 
to talk to you anymore. 


I started breathing again and I took a sip of water. So, from the very begin- 
ning, I adopted a very clear attitude; they are not allowed, nobody is allowed, 
to offend us by language, nor by attitude. The man who questioned me was 
actually from the hospital, from the neurology department, the chief for 
neurological diseases, mainly dementia. But he had never seen somebody 
who was like me; I was 54 at that time, I talked for myself and I was able to 
answer questions (similarly both Clayton and Ettenes discuss their experi- 
ence, as people with young onset dementia, of scepticism and the policing of 
diagnostic categories by health professionals). 

There are people who question the diagnosis of women diagnosed with 
dementia. Men are not questioned about their diagnosis. When it’s the 
woman who speaks up, ‘She doesn’t have dementia. She can’t have demen- 
tia’. It always happens and you know what I say? I’m very strong. 


Would you like me to send you all my PET scans and so on, but I’m not 
here to talk about my diagnosis, I‘m here to change the view in society. 
I’m here to speak up for all those who are not able to speak because we 
have millions who are not able, really not able, and some others are too 
shy and they need support. 


I feel the sadness and wishes of my fellows — and of course I can represent 
them. 

I inform them via Zoom (teleconference) or by telephone, or even in live 
meetings or in social media groups, about the outcome of a conference or 
workshop. We evaluate, we plan and we even guide the newly diagnosed to 
be able and motivated to speak publicly about their needs after being diag- 
nosed at a younger age with dementia. 

My friends empower me in my ‘job’ as a strong campaigner! I feel though 
that I cannot represent marginalised groups of people with dementia. Refer- 
ring here either to their geographical situation (maybe German or English 
isn’t their first language) being immigrants’ or simply a lack of know-how 
with digital technology to join Zoom meetings. This aspect is of course a 
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future challenge for stakeholders, for politicians and for each society: how 
do we include marginalised groups? Together with Alzheimer Europe, we 
worked carefully and thoroughly on a paper regarding inclusion of LGBT 
and queer people who are diagnosed with dementia!! A big first step in the 
history of raising awareness. We need more ‘dementia leaders’ trained, 
working together with dementia professionals! 

I am confident the future will exist in working together, empowering 
each other, and realising the benefits and ethical challenges in all fields. 
‘Heterogeneity’ and ‘authenticity’ are the keywords! Research needs 
campaigners — policy needs them as well — over 11 million people with 
dementia in Europe need us too! Our message is definitely: together WE 
CAN! 


Note 


1 https://www.alzheimer-europe.org/resources/publications/2021-alzheimer- 
europe-report-sex-gender-and-sexuality-context-dementia 


5 Recognising Birkby 


Living and caring with dementia 


Wendy Hulko, Marsha Griffith and 
Birkby Griffith 


Figure 5.1 Chillin’ in the Triumph with Yummy [dog]. 


The purpose of this photo-essay is to share glimpses into the daily lives of 
Marsha and Birkby, a family carer and a person living with dementia, and 
offer insights into the different ways in which Marsha supports her ‘papa’ and 
ensures that he is treated with respect and kindness by others (Figure 5.1). 

In January 2014, Marsha Griffith returned to British Columbia (BC), 
Canada, from Asia, where she’d been teaching English for over eight years, 
first in Japan and then in Korea; she planned to stay with her parents for a 
few months before starting a new teaching position in Saudi Arabia. Instead, 
Marsha became a care partner for her papa Birkby who had recently been 
diagnosed with Alzheimer Disease (AD); while this was an unexpected devi- 
ation from her life plans, Marsha took on this role willingly to ensure her 
papa could be cared for at home — with love and respect. Marsha and Wendy 
(co-authors of this chapter) have been close friends for over 35 years and 
know each other’s parents well; both sets of parents live near Sidney, BC, in 
the same agricultural area (Figure 5.2). 
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NES 


Figure 5.2 Marsha and Birkby in Sidney by the Sea in 2015. 


From the age of four, when Marsha first remembers visiting her father at his 
work at Glendale Lodge (a facility for people with developmental disabilities 
in Victoria, BC), Birkby instilled in her the lesson that everyone deserves a 
quality of life and respect. Marsha’s approach is based on her family’s teach- 
ings and her experience working intermittently at her mother’s group home 
for adults with developmental disabilities. Her own approach to caring for 
her father includes a lot of smiles and laughter — whether Marsha is putting 
on a charcoal mask at home or she and her papa are going on an outing in the 
Triumph, as seen below (Figure 5.3) and in the photo that began this chapter. 


Figure 5.3 Selfie of Marsha (with charcoal mask) and Birkby in 2015. 
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Over the following years, Marsha shared photos and videos of her father 
and updated Wendy on their daily lives and activities and events in which 
they took part. This included the British Columbia Seniors Games in both 
2015 and 2016. Birkby had been a competitive distance runner and he and 
Marsha had trained and competed together occasionally. Wendy and her 
nephew are runners as well and accompanied Birkby on a run during these 
early years of dementia, gently encouraging and guiding him, while Mar- 
sha followed along in the car. Below is an e-mail Marsha sent to Wendy on 
August 31, 2015, detailing their experiences at the 2015 BC Seniors Games, 
and to which we have added emphasis. 


thanks for ur interest in the senior games. t'was a learning experience for 
me: i was totally oblivious to papa not knowing the significance of the 
starting words and when to go....lanes, when to move in to the Ist..... he 
also began to have little patience for waiting his turn. he was never one to 
warm up before racing, so getting him to do it now was a challenge. i think 
he strained a hamstring on the Ist day. So, he warmed a little the following 
days. bronze in the 100m, 5th in 200m, Sth in 400m, 6th in 800m (he was 
assigned the 7th lane and didn't move in until the 2nd lap), we missed the 
5000m walk ‘cause they started 45 min early. i failed to hear the announce- 
ment the day before. that would have been his “ for sure” gold... no relays 
since they didn't have enough men for a team. 

i was disappointed that they turned him away from the banquet friday 
night because i left his registration badge in the hotel. burnaby to north 
vancouver on a friday takes a long time. i wrote a letter to the society to 
express that disappointment. 

most of the athletes are serious, hard-core competitors. i think birkby 
and i were noticed by most since we were always together and being visible 
minorities. as i was getting my dad to stretch blah blaah, a few came up 
and asked if i was a physio therapist or what happened to my dad; had 
he been like this all his life.....weird. i guess only healthy cognitively alert 
people had taken part before. 

one of the starting marshals and the starter tried helping us out a bit by 
allowing me to stand next to him to tell him to go, when the gun went off 
for his last race. 


In these early years of Marsha’s care partnering, Birkby’s wife/Marsha’s 
mother maintained her normal routine, which included meals out, social 
events with friends and travel. The latter caused Marsha some concern, as 
seen below in the October 3, 2015 e-mail Marsha sent to Wendy after her 
parents had left for a vacation in Cuba with two other couples. 


...g0ng show at the griffith house... i saw my parents off last night. talk 
about the blind leading the blind, amateur travelers... i forgot to thank u 
for ur offer of the dementia card; my mom probably wouldn’t use it. wor- 
rying does me no good. restless sleep last night wondering how papa han- 
dled the stress of traveling + the cold he suddenly got... [emphasis added] 
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i hope all those people who promised to help, get rid of their excitement 
and follow thru. from what i saw at yyj [Victoria airport], my papa was 
left standing alone in the middle of nothing. (i spied, with my little eye, 
after they went thru security). [emphasis added] 


Marsha had observed changes in the ways her parents” friends interacted 
with her papa — or rather, failed to interact with him — and thus was aware of 
the fact that “dementia seems to act as a very powerful solvent on many kinds 
of social ties” (Taylor, 2008, p. 319). Like her parents, Marsha embraced 
collectivist approaches to caring. For Marsha, this ethos came mainly from 
being the daughter of two Caribbean migrants who, despite both having 
trained at St Margaret’s Hospital in England, held the cultural belief that 
family members care for one another. Marsha had internalized the cultural 
message that “you do not stick them [parents] in homes.” She accompanied 
her parents on trips to their countries of origin — Barbados for her father 
and Jamaica for her mother — in their early years of living and caring for 
dementia (Figures 5.4 and 5.5). 


Figure 5.4 Selfie of Marsha and Birkby in Barbados in 2015. 
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Figure 5.5 Birkby jumping in Barbados in 2015. 


2016 BC Seniors Games 


Based on their experiences the previous summer, Marsha was better able 
to prepare herself and Birkby for their second BC Seniors Games. Thus, it 
was a far better experience and resulted in a medal, as seen in the photo of 
Birkby on the podium (Figures 5.6 and 5.7). 
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Figure 5.7 Birkby at the starting line for the 5,000 Metre Run/Power Walk. 


At the same Games, Birkby did not complete the 5,000 Metre Run/Power 
Walk. Marsha explained why in an August 2016 e-mail to Wendy: 


He got disqualified after lap 8 of 12.5 “cause he started to run when he 
saw my big camera... Such a show off... He felt like a celebrity anyway 
(Figure 5.8). 
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Figure 5.8 Birkby, the celebrity. 


In addition to maintaining her father’s identity as a competitive athlete, 
Marsha ensures her papa is well dressed, as he was always a sharply dressed 
man before he was diagnosed with Alzheimer’s. Marsha and her father 
engaged in a series of activities recommended by critical dementia scholars 
who view memory as relational and embodied: “people who are no longer 
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able to speak coherently may often still take part in, and enjoy, activities 
such as walking, dancing, or singing that rely on embodied procedural 
memory” (Taylor, 2008, p. 328; see also Basting, 2009; Kontos et al., 2021). 


Dancing and singing 


Four years into caring for her papa, Marsha remained concerned about the 
impact of travelling and social events on Birkby, though she now accompa- 
nied her parents on trips, as detailed in a February 5, 2018 e-mail she sent 
to Wendy (1). The next day she reflected in a follow-up e-mail on changes to 
her parents’ social life and their routine at home (2). 


1 We went to Vegas and Palm Springs in December. [It was] exhaust- 
ing for me. 

2 Heisa bit more confused, especially in the evening. If he isn’t in 
his PJs by 8, it is almost a calamity. That can be a prob[lem] when 
they are out ‘til late. It still happens, but not as much. Ma mére [my 
mother] is slowing down a bit. 


While Birkby was no longer able to run or compete in athletic events, danc- 
ing continued to be a favourite activity that he and Marsha enjoyed at home. 
In the early years, the Griffiths continued to go out dancing and Marsha and 
I both accompanied her parents to a club before their trip to Cuba in 2015, 
and we all danced for several hours. Music and dancing have always been 
intergenerational activities associated with Caribbean culture and family 
for the Griffiths (Figures 5.9 and 5.10). 


Figure 5.9 Birkby dancing at the hair salon. 
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Figure 5.10 Birkby dancing at home. 


Dance and movement therapy with persons living with dementia has a 
long history in the UK (Coaten, 2001; Whiteside, 2020) and arises from 
the belief that dance is another means of communicating. It can also pro- 
mote playfulness and sociability (Kontos et al., 2021). The positive effects 
of dance can be seen in the numerous short videos Marsha has taken of her 
father dancing since she became his primary care partner (Figure 5.11). 
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Figure 5.11 Marsha and Birkby singing and dancing at home. 


In 2019 dancing and singing together at home became a public shared 
activity for Birkby and Marsha when they became involved with Voices in 
Motion (2022). This is an intergenerational choir made up of high school 
students and older adults with dementia and their care partners and at 
the end of each season, they perform for the public. What began in 2018 
as an interdisciplinary research project by Debra Sheets of the University 
of Victoria's School of Nursing and colleagues from Sociology, Psychol- 
ogy, and Music grew into a non-profit society and was able to continue 
throughout the pandemic via Zoom (Craigie, 2020; Sheets et al., 2020) 
(Figure 5.12). 
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Figure 5.12 Ready for the Choir. 


The COVID-19 pandemic 


Once the COVID-19 pandemic began in March 2020, Birkby’s world became 
much smaller as programmes were suspended and his verbal communica- 
tion skills and mobility decreased. He also had to adjust to people coming 
to the house, as this was new for him. As Marsha said, “He’s not stupid, he 
just doesn’t want to do things” (June 6, 2022). Given this, Marsha advises 
greeting her papa with “Good morning Birkby, how are you?” and advises 
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those coming to the house to tell him who they are and why they are there, as 
she believes this would go a long way towards making him receptive to care 
from strangers. Marsha knows to go at the same pace as Birkby — to walk or 
climb with him — as can be seen in the photos below, and wants others to do 
the same (Figures 5.13 and 5.14). 


Figure 5.13 Climbing stairs together. 
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Figure 5.14 Walking at the same pace. 


Reflecting on two years of caring for her papa during the pandemic, Mar- 
sha identified various changes and the impact of lockdown upon her father. 
Overall, there was less interaction with people as programmes were can- 
celled and consequently more time spent at home with Marsha. Everyday 
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tasks and activities like getting in and out of the car started to be a chal- 
lenge, which eventually meant no return to his day programmes. “I don’t 
like this rush, rush anymore,” Birkby suddenly and surprisingly said after 
sitting in silence with Marsha. She noticed that his speech decreased a lot — 
five words at a time at most and that he went from using a fork to using 
a spoon (he liked to scoop). Sometimes Birkby would eat on his own but 
would then stop, despite still being hungry. He also stopped going out on 
drives with Marsha or accompanying her on errands. 

Eventually, Marsha noticed that Birkby had stopped getting out of the 
chair on his own. A transfer belt was a lot of help, as was the power lift chair. 
Overall, mornings became slower. Marsha would swing Birkby’s legs around 
to help him get up after giving him breakfast in bed most days; bendable 
straws became very helpful. It was also becoming increasingly hard to keep 
appointments (e.g. X-rays, lab work) as it was difficult to get Birkby up and 
moving and into and out of the car (Figure 5.15). 


Figure 5.15 Birkby and Marsha Mill Bay ferry. 
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Marsha summarized her approach to caring for her father and what 
makes Birkby’s daily life ‘pretty perfect’ in an e-mail to Wendy on August 
26, 2022: 


alli know is that my dad is much more aware than we know. and i am his 
daughter (stay-at- home daughter) who isn’t so trusting of having hired 
help care for my daddy. 


he doesn’t need to talk. he likes being with his family. simply being in 
the same room is enough. but when you add eye contact, smiles and 
laughter, [that] makes it pretty close to perfect (Figures 5.16 and 5.17). 


Figure 5.16 Birkby at Saveur restaurant. 


52 Wendy Hulko et al. 


Figure 5.17 Birkby and Marsha’s Christmas staycation. 


In July 18, 2022 e-mail, Marsha wrote to Wendy about a recent outdoor 
wedding they had attended, to which the photos below pertain. 


My dad surprised us as he followed wedding guests to stand as the bride 
entered and began to walk down the aisle. Prior to that, he seemed 
reluctant to stand on his own or to even want to stand from a seated 
position. But he would not sit again. We were seated in 2nd row so he 
and i went to the back during the ceremony in an effort to allow others 
to view the couple exchange vows. He chose to go to the DJ. He was also 
happy to see other people dressed up (Figures 5.18 and 5.19). 


Figure 5.18 Marsha and Birkby at an outdoor wedding. 
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Figure 5.19 Birkby at the wedding in April 2022. 


The purpose of this photo-essay has been to highlight ways in which 
persons with dementia can be assisted to continue living and enjoying life 
through engaging in activities that have personal and cultural significance. As 
the photos and e-mails indicate, Marsha draws on her familial and cultural 
teachings and makes use of her knowledge of her papa Birkby and his Car- 
ibbean culture to ensure Birkby is provided with quality of life and respect. 
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6 ‘Lost in time like tears in rain? 


Critical perspectives on 
personhood and dementia 


Stephen Katz and Annette Leibing 


Near the end of the film Blade Runner (1982), Roy Batty, the dying human- 
machine ‘replicant’ played by actor Rutger Hauer, reflects upon his short life 
in a touching well-known monologue, lamenting that ‘All those moments 
are lost in time, like tears in rain’. Batty’s words not only express the fleeting 
value of a life’s accumulated experience and knowledge in the face of death, 
but also evoke or at least perform his human-like emotions, despite the short 
duration of his mercenary existence. Thus, Batty’s status is confusingly 
liminal, as evident by the surprised reaction of character Rick Deckard 
(Harrison Ford), the detective sent to hunt him down. Here, liminality 
exists not between types of life transitions nor biographical trajectories, but 
between different types of selves encountering each other: Batty is both ‘us’ 
and ‘not us’, and while we are intrigued by the appearance of his human- 
ity, we also distrust the dangerous unpredictability of his not-really-human 
brain, even as he clings to his losses in a very human way. 

This cinematic scene is evocative of the self-other liminal status familiar 
to us because it frames encounters with individuals diagnosed with demen- 
tia,! where interior, personal life is assumed to be continually fragmenting, 
unreliable and uncontrollable. In large part, this assumption is due to the 
historical construction of Euro-Western concepts of personhood itself, 
characterised by certainty, rationality, agency, memory and individuality 
(Laceulle, 2018). These are also enduring culture-bound ideals with their 
own moral prescriptions (Leibing, 2019). In the dementia field, throughout 
the 20th century, these assemblages of personhood merged at first with a 
disease-based model of dementia and the medicalisation of those diagnosed 
with it. Thus, they have also become the target of critical scholars who seek 
more tolerant and less restrictive understandings of the person with demen- 
tia. It is this juxtaposition between dementia and concepts of self and per- 
sonhood, terms used interchangeably here, that this chapter examines. We 
are taking a closer look at how such concepts became embedded within the 
development of dementia research itself and, as a consequence, practices 
of care, along with the critical ideas they inspired. Our position follows 
Barbara Prainsack’s assertion that ‘[t]he key to ... medicine that fosters sol- 
idarity and is sensitive to people’s needs lies in being cautious about what 
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idea of personhood we use and promote’ (2014, p. 652). While the history 
of dementia is a complex story of science and culture, one interwoven with 
the biopolitics of ageing itself, this chapter outlines three overlapping stages 
of dementia research and the lineages of personhood concepts that inhabit 
them for our purposes. Conclusions ponder ideas for future research that 
looks more to community models of care and collective traditions of sup- 
port and is less burdened with resolving problems of individual personhood 
and liminality. 


Stage 1: Disease, loss and the medicalisation of dementia 


Neuropathologist Alois Alzheimer’s documentation of his first and 
famous patient Auguste Deter, at the dawn of the official discovery of 
Alzheimer’s Disease (AD) in 1906,” is an account of the gradual dissolution 
of the woman’s personal life from her early 50s until her death. ‘I have kind 
of lost myself’, he quotes Frau Deter as saying (Maurer and Maurer, 1998, 
p. 145). In fact, Dr Alzheimer not only diagnosed a brain pathology 
(post-mortem), but one that had apparently fragmented the memory, coher- 
ence and emotional stability of his patient — the very attributes of conven- 
tional personhood. Frau Deter and later other patients were seen as too 
young to be suffering from the dementia symptoms of old-age senility; 
hence, their puzzling presentation of ‘senile dementia’ became the start- 
ing point for what became the modern Alzheimer’s disease movement 
(Ballenger, 2006a; Fox, 1989). The movement, especially since the 1960s and 
with the acceleration of neurological research, promoted AD as a powerful 
articulation of concerns about ageing itself. Leading gerontological figures 
such as Robert N. Butler, the first director of the American Institute on 
Aging in 1974, urged the replacement of the ageist image of ‘senility’ with 
that of AD as deserving of public funding, since he advocated that AD was 
a disease separable from the normal ageing process itself.’ 

At the same time, the image of AD as an age-related problem in but not of 
old age continued to galvanise the AD movement as it has quickly become 
a global phenomenon, with World Health Organization (WHO) and other 
reports citingincreasing numbers of older persons diagnosed with AD, along 
with dire predictions for the future sustainability of systems and resources 
of care (e.g., WHO, 2017). Following Butler, as medical experts and demen- 
tia policy advocates believed that the disease model relieved older people 
from being labelled as naturally ‘senile’ or even earlier as ‘being dangerously 
mad’ (Leibing, 2005), the medicalisation of dementia created other issues of 
exclusion, stigmatisation and neglect. As Ballenger claims, the gerontologic 
disassociation of senility with ageing created a division between positive 
‘successful’ agers and those afflicted with disease, such as AD, that became 
a separate entity that ‘seems to create at least as much public fear and loath- 
ing about old age as did the expansive concept of senility out of which it was 
carved’ (2000, p. 98). 
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The AD movement's aim of supplanting the historical ageism of “senile 
dementia’ was also premature because the lines connecting memory loss 
as a disease of the mind, a pathology of the brain and a detriment to self- 
hood were actually further strengthened as the cases of AD diagnoses grew 
(Ballenger, 2006b). Meanwhile, historical notions of self and personhood 
were left largely unquestioned as the default definitions of civilised human- 
ity (Ballenger, 2006a; George and Whitehouse, 2021; Lock, 2013). Adding 
to these dilemmas was the obvious problem that, as ageing populations 
became increasingly associated with the risks of dementia, the search for 
cures, development of drugs, expansion of diagnostic technologies and neu- 
rological explanations of cognitive impairment favoured by the scientific 
community were not necessarily advancing nor improving care for persons 
diagnosed with dementia. For this group, personhood remained charac- 
terised by loss, isolation and dissolution, accompanied by public images of 
Zombie-like terror and suffering (Behuniak, 2011; Zeilig, 2014). 

These developments form the crux of this first stage of contemporary 
dementia research. As the sciences of ageing optimistically rendered previ- 
ous ideas about senile dementia as obsolete, they transformed AD into an 
isolated and singular disease whose mysteries became the property of medi- 
cal research, clinical technologies, pharmaceutical funding and hopes for an 
eventual cure. In turn, they also re-stigmatised and alienated the very peo- 
ple such developments were designed to help by relegating their humanity 
to the pathologies of their tangled brains (Beard, 2016; Whitehouse, 2008). 


Stage 2: Person-centred care and its critics 


In Stage 2 of dementia research and culture, the focus shifted more sharply 
to issues of care, especially after it became evident that the once-hopeful 
pharmacological interventions had no major impact on the course of the 
dementia syndrome, although these medications continue to be widely pre- 
scribed (Leibing, 2014). The limitations of the medical modelling of AD 
and its harmful effects of institutional isolation for people diagnosed with 
it became especially problematical. Instead, non-medical approaches were 
sought that proposed more humane care practices identified with alterna- 
tive concepts of personhood that rejected the bleak helplessness of subjec- 
tive loss and emptiness. Stage 2 researchers and practitioners, whose great 
variety in backgrounds cannot be captured within the scope of this chap- 
ter, commonly proposed that the perceived liminality of being both human 
and non-human for persons with dementia could be ameliorated if ideas 
about human rights, compassionate healthcare ethics and, above all, person- 
centred care (PCC) were integrated into dementia therapeutic practices and 
care environments. 

PCC was inspired by the work of Tom Kitwood (1937-1998), a social 
psychologist and ‘personhood pioneer’ who in the latter part of his career 
laid out the ethical principles to moor the care of a person with dementia 


60 Stephen Katz and Annette Leibing 


to practises of empathy, respect, dignity, communication and reciprocity 
(Kitwood, 1997). For Kitwood, ‘person-first’ practices took into account 
the immediate living conditions of a person with dementia and their inter- 
dependence with others, as well as training caregivers to utilise different and 
more appropriate sensory skills, such as focused listening, observing and 
touching. The PCC framework asserted that 1f the needs of the care recip- 
ient and respect for their moral status were properly met, apart from the 
demands of institutional schedules and efficiencies, then problems of agi- 
tation, depression, sleeplessness, poor appetite, inactivity and even accel- 
erated cognitive decline might be remedied, while lessening the need for 
behaviour-modifying medications. 

PCC became a rallying cry for the dissident voices in the latter decades of 
the 20th century, who criticised the mistreatment of persons diagnosed with 
dementia and attacked mainstream assertions that subjective life in demen- 
tia is bound for irrecoverable collapse (although final stages of dementia 
remain a challenge). Such mistreatment included over-medication, isolation 
in closed wards, physical abuse and regular neglect (especially in countries 
with pro-profit health economies). On a grander scale, PCC appealed as 
a revolution in dementia care, bringing together non-science experts with 
philosophical, artistic, literary and spiritual backgrounds, with the aim to 
re-imagine dementia as a shared human condition rather than an isolated 
and isolating disease. Above all, for Kitwood and his associates, such as 
Steven Sabat (2002) and Stephen Post (2006), it is the facilitation of expres- 
sion of selfhood, as the deep and continual human quality that under- 
lies individuality even for persons with dementia, that is the most crucial 
care-giving task. Thus, in the PCC perspective, for people with dementia 
who are treated well, self and personhood are not simply lost because they 
continue to animate biographical connectivity. They are always, at least 
partially, ‘preserved’ (Palmer, 2013), as recuperative interventions through 
inventive exercises in music, dance, theatre, elder clowning and storying that 
target ‘the enduring self’ seek to demonstrate (Berenbaum et al., 2017). 

Since Kitwood’s time, the popularity of PCC has grown to influence pro- 
fessional strategies and practices, sometimes for budgetary and managerial 
reasons. Texts such as The Dementia Manifesto (Hughes and Williamson, 
2019), government long-term policy reports such as Ontario’s ‘Patients 
First’ (2015), housing organisations such as the Eden Alternative (https:// 
www.edenalt.org/) and a robust literature on training guidelines, such as 
those provided by the Alzheimer’s Society of Canada (2011), attest to the 
adaptation of PCC into programmes of care. As the Alzheimer Society of 
Canada framework recommends: ‘Person-centred care should be incorpo- 
rated into all aspects of care regardless of the resident’s condition or stage 
of the disease’ (2011, p. 19). Thus, PCC advanced from a critical movement 
recognising the value of the expression of selfhood in dementia to become a 
promising administrative programme in dementia care, even where original 
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PCC mandates became distorted or simplified in the process. As Fazio and 
colleagues state, ‘Recognizing that selfhood persists, learning about the 
complete self, and finding ways to maintaining selfhood though interactions 
and conversations are fundamental components of person-centred care for 
people with dementia’ (2018, p. S11). And because people with dementia are 
dependent on others, their interpersonal relationships are crucial, such that 
‘The other person, the caregiver, is needed to offset degeneration and frag- 
mentation and sustain personhood. The further the dementia advances, the 
greater the need for “person-work”” (p. S12). 

However, this hyphenated term ‘person-work’ opens onto one of the more 
contentious issues in PCC, which is the status of the caregiver and respect 
for their personhood. In Canada, for example (the authors’ home country), 
this issue is particularly salient because labour conditions in long-term care 
residences suffer from severe understaffing, poor salaries and demanding 
schedules. As well, research reports illustrate how care workers have little 
decision-making authority and inadequate training time for new initiatives 
and technologies. In one study, researchers found that care workers expe- 
rience a ‘near impossibility of providing relational care, that is addressing 
residents’ emotional, social, existential and spiritual needs’ (Banerjee et al., 
2015, p. 32). These workers sometimes used their own unpaid labour and 
free time to fill in the gaps. A recent special issue of the Journal of Clinical 
Nursing reviewed research on the barriers of PCC for people living with 
dementia from the perspective of nursing staff (Kong et al., 2021), finding 
conditions of insufficient resources and poor and unsupportive relation- 
ships within the residence itself. While Kitwood claimed that poor care 
was a form of ‘a malignant social psychology’ to be countered by his 12 
interactions of “positive person care’ (Kitwood, 1997, pp. 119-120), neither 
he nor his followers adequately considered the training, labour and emo- 
tional implications of these tasks for caregivers (Davis, 2004), nor the basic 
structural changes required to allow care workers and family caregivers to 
enact the recognition of persons with dementia according to PCC principles 
(Leibing, 2019, 2021). 

A related problem in PCC raised by critics and central to this chapter is the 
question of the meaning of “person-centredness” as an ethic of care practice 
(Dewing, 2008, p. 3). Care-giving for persons with dementia is already an 
asymmetrical relationship where the status of personhood, however vague, 
is conferred by others (without dementia). As Higgs and Gilleard remark, 


The problem with adopting a personhood-centred approach to helping 
people with dementia is that it fails to recognise the distinction between 
these two aspects of personhood, namely, the standing of persons and 
the capabilities of personhood. By failing to recognise the distinc- 
tion, this approach risks placing the burden of responsibility on other 
persons, other selves, to sustain the personhood of individuals with 
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dementia (in the sense of preserving people with dementia's capacities 
for personhood), as well as sustaining the due moral concern for them. 
(2016, p. 25) 


Indeed, we may question whether better care or empathetic nursing neces- 
sarily requires a PCC managerial programme at all, including its extensive 
agendas and tasks for sustaining agency, well-being, self-expression and 
identity. And in cases of advanced dementia, if the only agent is the care 
provider, for the care recipient this can mean that ‘there may be an end to 
needing to express oneself, and an end, even, to wanting to be someone’ 
(Higgs and Gilleard, 2016, p. 134). 

Critics of these and other problems with PCC, while recognising its ben- 
efits and bold radicalisation of Stage 1 medical models, have looked to dif- 
ferent ideas about self and personhood in order to further critical dementia 
studies. These mark a departure from Stage 2 and its development of PCC 
and give rise to Stage 3 of dementia research based on broad concepts of 
relationality, embodiment, discontinuity and materiality. 


Phase 3: De-centring humanism 


The universalising notions of person and selfhood implicit in PCC and its 
one-way models of care became targets of critical dementia researchers who 
share a general project of de-centring or revising traditional notions of self 
and personhood and their associations with dominant formations of power. 
These include contributions adapted from feminist and theoretical work in 
phenomenological embodiment, post-humanism, post-structuralism, deco- 
lonialism and materiality studies. For example, embodiment in dementia is 
one of the central discoveries of the work of Pia Kontos. While she main- 
tains the importance of selfhood for persons with dementia, she explores 
how it is expressed in bodily, rather than strictly cognitive, ways (Kontos, 
2015; Kontos et al., 2017). Kontos uses a ‘pre-reflexive’ phenomenological 
notion of embodied selfhood, whereby the capacities, senses, routines and 
repertoires accumulated in a person’s life via their bodies remain important 
meaning-making resources for being in the world, even if individual status 
has been fragmented. Thus, for Kontos and her colleagues, dementia-related 
behaviours often treated as disturbing such as wandering, incoherence or 
non-compliance should be seen more empathetically and closer to other 
typical activities that suggest life-long bodily dispositions, representing a 
person’s distinctly persistent self from a non-neurocentric perspective. In 
this approach, arts-based and story-telling programmes are encouraged 
because they ‘draw significantly on the body’s potentiality for innovation 
and creative action, and significantly support non-verbal communication 
and affect’ (Kontos, 2015, p. 176). 

Nicholas Jenkins (2014, see also Chapter 7), in his interpretation of bod- 
ily relationality, adds that care interventions should not aim to ‘repair’ the 
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broken self nor recover the former self as much as enliven the relationality 
of the ‘inter-embodied self”. 


Contrary to person-centred approaches, the inter-embodied self does 
not require a unified or coherent narrative in order to thrive. On the 
contrary, our inter-embodied selves may be more fruitfully conceptual- 
ised as montages; polyphonic repertoires of voices and experiences that 
co-exist in dialogical relationship to one another; constantly updating, 
constantly changing. 

(Jenkins, 2014, p. 133) 


For this kind of relational and bodily framework to influence care, the idea of 
individual linear narrative time itself is also questionable, since inter-bodied 
knowledge is an exchange among individuals within conjoint world-making 
activities unbounded from the individual her-/himself. Here world-making 
is also a collaboration of the material agents, both human and non-human, 
and their ever-changing contexts. These might include things, smells, 
sounds, atmospheres, machines, colours and textures. As Nicky Hatton 
explains, dementia care and living environments are a ‘moving materiality’ 
that is felt, not just inhabited, and may involve components that cannot be 
seen or touched (Hatton, 2021, p. 74). Even sleep in these environments, 
assumed to be an individual’s disengagement from the material world, may 
be a form of negotiation about personal time and boundaries or a defence 
against being overwhelmed, and as such enable residents to move into a stra- 
tegic and deliberate ‘slow time’ in order to create distance from structured 
managerial temporality (Hatton, 2021, p. 165). Lee and Bartlett (2020) also 
develop a ‘material lens’ to detail the overlooked but vital relational world 
of objects, possessions and living spaces for people with dementia living in 
a care residence, advocating for a ‘material citizenship’ to counter the loss 
of material control. 

Some of these propositions accord with a wider post-humanist move- 
ment in ageing studies that attempts to de-centre the continuities of self, 
biographical coherence and autonomous agency that define the status of the 
human subject in conventional humanism. Post-humanism is both a recog- 
nition of those who have been violently marginalised as less-than-human 
and polarised into being ‘other’ (Braidotti, 2020), and a critique of univer- 
salising notions of individuality that gave rise to a ‘regime of the human’ 
(Tsing, 2015, p. 19). In the case of dementia, post-humanist critiques recog- 
nise that care is more than a relationship between two people, but involves 
a ‘constant flux of tools and technologies, behaviours, embodiments, 
economies and ecologies’ (DeFalco, 2020, p. 51). Further research linking 
post-humanist thinking to dementia draws upon studies of decolonising and 
Indigenous knowledges and their expansive collaborative visions and ‘two- 
eyed approaches’ (Webkamigad et al., 2020) of collective identities, heal- 
ing landscapes and community resources (see Asker and Andrews, 2020; 
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Povinelli, 2016). For example, the value of ‘place-ing’ dementia care among 
the Southern Inuit of Labrador (Pace, 2020) or the Chocktaw interpreta- 
tion of memory loss as the mind being spiritually ‘elsewhere’ (Grande, 2018; 
Henderson and Henderson, 2002), along with other Indigenous ways of under- 
standing dementia (Hulko et al., 2019), contest the colonial legacy embedded 
within settler gerontologies about individual loss and alienation (see also 
Chapter 16). 

Another dimension of Stage 3 dementia research is poststructuralist 
studies that challenge the re-traditionalisation of sexual identities within 
the personhood movement (Sandberg, 2021; Sandberg and Marshall, 2017; 
Silverman and Baril, 2021). For these writers, the pressure to express a self- 
hood linked to a continuity with a hegemonically gendered past contributes 
to the crisis of loss of self for persons with dementia. However, according 
to these critics, dementia is more an experience of a changing self rather 
than one in need of recovery framed by PCC concepts of personhood (see 
also Chapter 15 and 17 in this volume). Indeed, one of the key themes of 
Stage 3 dementia research is its deconstruction of normative forms of self- 
hood and identity associated with taken-for-granted expectations of con- 
tinuity in time in dementia care. For example, Anne Basting’s work has 
demonstrated how creative imagination and its benefits for persons with 
dementia are best recognised in the co-created co-presence apart from 
assumed continuities of the past (Basting, 2009, 2020). As Basting says, 


Creative care is an agreement between people to imagine them- 
selves, each other, and their worlds a little differently. It is an invi- 
tation to shape the world together. For people denied the tools for 
world-shaping, this invitation can be a profound and life-changing act 
of healing. 

(2020, p. 57) 


In his work on dementia and memory, Katz also questions how mem- 
ory itself is a historical conceptualisation (2012, 2013), and is exploring 
how living with dementia may be a window onto the experience of non- 
continuous temporalities (Katz, 2021), akin to Henri Bergson’s idea about 
the fluid co-existence of past and present memories (Bergson, 1939; Deleuze, 
1988). For Bergson, memories include dreams, fantasies, possibilities and 
mirages that exceed location in linear time, such that memory 


is not a possession — although it may be recollected and uttered in the 
possessive and thus attributed to an individual as a content of con- 
sciousness or the brain. Pure memory is in excess of recollection, actual- 
ity or consciousness. It is we who belong to memory, to different planes 
of the past. 

(Al-Saji, 2004, p. 228) 
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This idea of an intermingling, rather than a continuity, of points in time 
undermines the essentialist sense of individual identity and resonates with a 
different kind of duration as the term is defined by Elizabeth Grosz: 


Duration is that which undoes as well as what makes: to the extent that 
duration entails an open future, it involves the fracturing and opening 
up of the past and the present to what is virtual in them; to what in them 
differs from the actual, to what in them can bring forth the new. This 
unbecoming is the very motor of becoming, making the past and pres- 
ent not given but fundamentally ever-altering, virtual. 

(Grosz, 2005, pp. 4-5) 


This exciting idea of duration of temporalities — to undo and to make, to 
un-become and to become, to create and to alter memory, to live in a multi- 
tude of temporal flows — is a way of de-centring the limits of purely human- 
ist personhood and rethinking how memory loss can be part of the duration 
of temporality. 

Returning then to our introduction, Batty’s self-reflection of being ‘like 
tears in rain’ when applied to dementia could mean the ‘soul-searching’ in 
persons often described as having lost their selves. But it can also be read 
as a wish to enlarge the scope of personhood itself, as belonging to a wider 
community of diverse citizens of the kind that relational, materialist and 
post-humanist writers promote. Such an approach moves the focus away 
from the individual self, which ultimately remains the ‘other’ (Leibing, 2018) 
even within personhood approaches, and instead prioritises the environ- 
mental contexts, conditions of existence and landscapes of ageing around 
the needs of the individual living with dementia. It is this approach that 
frames our questions for further research in the Conclusions. 


Conclusions: Both rain and tears 


The three stages of dementia research summarised above represent impor- 
tant reflections about our humanity, encapsulated by debates about self and 
personhood, memory and time, authenticity and vulnerability, agency and 
dependency, and individualism and relationality. They further show that 
Prainsack’s warning — that the kind of personhood we propagate is not 
without consequences — needs to be considered in our discussions around 
dementia care and more generally about all kinds of care, including self- 
care. Following the medically dominated Alzheimer’s Movement in Stage 
1, Stage 2 was framed by the need to recognise the previously unacknowl- 
edged individual and her (‘lost’) self — the separation of the single tear 
from the rain, to return to our cinematic metaphor. Dementia research in 
Stage 3 proposes an altered direction: zooming away from the single tear 
as a specific agent (at risk of disappearing in the rain) to perspectives that 
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reconnect the tear to the rain by transcending anthropocentric ideas and 
conceiving the person with dementia as entangled in embodied, relational 
or more-than-human relations and environments. And while both Dementia 
stages 2 and 3 are important advances over Dementia stage 1 and overlap 
in their compassion for the lives of persons living with dementia,’ both sug- 
gest areas for further research that encompass context, policy, cultural and 
structural factors that shape all dementia care.? At the same time, we can- 
not ignore the reality that people living with dementia are still individuals 
who suffer and need support and who must be recognised as such. However 
powerful are the critiques that transcend gendered, disabled and colonised 
elements of personhood, these may not be sufficient to ensure a vision of 
best practices of care (see Leibing, 2019). 

For example, Leibing’s ongoing anthropological work in Brazil illustrates 
how personhood (a term not used in Brazil) is situated in contexts of family 
and professional care that provide an interactive series of relationships that 
both include and relieve the individual with dementia of the pressures of 
self-care. Brazil is a culture based on reciprocity and strong communal inter- 
dependency in, at the same time, a deeply divided and hierarchical society 
(DaMatta, 2020). The absence of a dependable social net manifests in the 
necessity of creating one’s own connections, both within and outside family 
relationships, along with negotiating the ways in which gendered family care 
labour is organised. The person with dementia, often infantilised as being in 
a completely dependent state that excludes the search for personhood, is still 
part of a greater constellation made up of predominantly family relations. 
This set of circumstances explains why, for example, it is unacceptable for 
older people to arrive unaccompanied at geriatric clinics. As anthropologist 
Cintia Engel (2020) shows, for the less privileged in Brazil, the complicated 
and extremely stressful ways of embedding a family member with dementia 
in the multiple networks of care resources require a mobilisation of family 
members, community and related institutions in a constant patchwork of 
care-related activities. This patchwork also intersects with the communal 
overtones of the pharmaceutical market in Brazil.% 

Brazil is but one example of the cultural inseparability between a person 
with dementia, caregivers, family, community and the relations, resources, 
medications and pathways of access that mobilise around them, even in the 
poorest of circumstances. In their recent book, American Dementia: Brain 
Health in an Unhealthy Society (2021), George and Whitehouse argue that 
real change in dementia care and brain health depends on reversing the 
deepening social inequalities, accelerating environmental destruction, and 
growing precarity and instability of living communities (for both human 
and non-human inhabitants). The evidence of dropping incidence rates of 
dementia in several countries due to better access to educational and health 
resources signals to these authors that ‘winning the struggle for a fairer 
political-economic order where prosperity is more inclusively shared and 
the public’s health and well-being is once again aggressively protected will 
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provide the conditions for everyone to build greater resilience to brain aging’ 
(p. x). Carol Brayne, one of the first researchers to alight on falling dementia 
rates in the UK, when asked in an interview about what would lower demen- 
tia risks further in the future, responds: 


Pd think about maternal health, about the environment in which chil- 
dren grow up and their education. Pd think about health interests and 
the way we educate children to understand their own risks and the good 
that they can do themselves. I would want to look at the whole sys- 
tem; not only the health aspects across the life course, but how we can 
encourage localities and governments to implement strategies, whether 
1t be laws, transport systems, or ways to address local communities that 
are sensitive to the risks. 

(New Medical Life Sciences, December 7, 2015) 


In these scenarios in Brazil, America, the UK and across the world, where 
politics, society, history and collective action are the resources now and 
into the future that shape and change dementia care, personhood is much 
bigger than the individual. Personhood is polymorphic and entwined with 
“socio-material modes of togetherness’ (Duclos and Criado, 2019, p. 161), 
as they are made and un-made in multiple sites, diverse temporalities and 
heterogeneous distributions. Together, as our chapter has outlined, the rela- 
tionship between personhood and dementia as a relative modern problem 
of ageing has tapped into a deep and reflecting well of historical meaning 
about the dilemmas of human sociality. Roy Batty may have been right that 
liminal life is lost like tears in the rain, but both are made of the water that 
constitutes all existence and connects all things. 


Notes 


1 Dementia is an umbrella term for a number of conditions with changing nosol- 
ogies and aetiologies over time, of which Alzheimer’s disease is the most well- 
known form. 

2 In reality the condition had been described before, but Emil Kraepelin's influ- 
ential textbook on psychiatry (1910) attributed the “discovery” to his friend and 
colleague Alois Alzheimer (Berrios, 1996). 

3 After Serrano-Pozo et al. (2017), funding of dementia research started in 1975 
and budgets steadily increased, reaching an amount of around $8 billion (US) 
worldwide in 2010, and started then to decline slowly. 

4 An exceptional example is the project Carpe Diem in Québec, where there is 
not only person-centred care as a central philosophy but also the provision of a 
home-like house and care where providing autonomy and, as much as possible, 
an experience of ‘normal’ life for residents is central, even if considerable risks 
are taken, such as letting residents walk alone in the streets of Trois-Riviére 
where Carpe Diem is located. Less is known about how such models deal with 
the needs of persons with an advanced dementia. https://alzheimercarpediem. 
com/lapproche-carpe-diem/lapproche-carpe-diem/. 
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5 Some of these issues have been approached by critiques of personhood in 
dementia as a problem of citizenship and disability (Baldwin and Greason, 2016; 
Bartlett and O'Connor, 2007). 

6 The empirical data have been previously published in Leibing et al. (2019). Also 
see Leibing (2021) on the vascularization of Alzheimer's disease and its impact 
on geriatric care. 
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7 Multi-species dementia studies 


How moving beyond human 
exceptionalism can advance 
dementia’s more critical turn 


Nick Jenkins 


Introduction: ‘Hic sunt dracones’ 


Ever since Levi-Strauss (1964) noted that animals are good to think with, 
scholars have been arguing for greater consideration of nonhumans within 
social theory. With the rise of ‘the animal turn’ (Ritvo, 2007), attending 
to humanity’s relations with the more-than-human world (Abram, 1996) 
has expanded considerably, finding expression in academic disciplines as 
diverse as sociology, psychology, history and geography, and within inter- 
disciplinary fields, including Science and Technology Studies, Gender 
Studies and, more recently, Ageing Studies. Several new ‘isms’ have 
emerged in an attempt to define this growing area of theorising, most nota- 
bly inter-speciesism (e.g. Alexis, 2020), trans-speciesism (e.g. Matsuoka and 
Sorenson, 2018) and multi-speciesism (e.g. Kirksey and Helmreich, 2010). It 
is beyond the scope of this chapter to give a detailed account of what each 
‘ism’ entails. However, following Kirksey and Helmreich (2010), the term 
‘multi-speciesism’ is used throughout this chapter as a useful hypernym 
when referring to ways of thinking with (and of thinking about) dementia 
studies’ relations with the more-than-human world. 

As argued elsewhere (Jenkins et al., 2021), the field of dementia studies has 
been slow and arguably somewhat resistant to embrace attempts to think 
with animals and other forms of (nonhuman) life. Such hesitancy is under- 
standable, given how people with dementia have, for centuries, been excluded 
from what Tom Kitwood (1937-1998) referred to as the ‘Personhood Club’ 
(Kitwood, 1997). Given that we are still struggling to ensure people with 
dementia are recognised as persons — with the full corollary of rights that 
such standing entails — do we really want to start bringing animals and other 
nonhuman life forms within the ‘lens of the dementia debate’ (Bartlett and 
O’Connor, 2007, 2010)? Surely, this way, hic sunt dracones (‘Here be dragons’)! 

In advocating for (a more) critical dementia studies, Ward and Sandberg 
(2019, see also Chapter 19) argue for new collective affinities and flexible coa- 
litions between researchers, activists and critical scholars. Dementia’s crit- 
ical turn, they argue, has potential to advance less homogenising forms of 
discourse and to de-territorialise dementia from being an exclusive domain 
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of the applied health and social care disciplines, and more firmly draw it 
into critical gerontology and critical disability studies. This chapter makes a 
case for including multi-speciesism as a sympathetic ‘messmate’ (Haraway, 
2008) to this cause. Whilst multi-speciesism takes much from critical the- 
ory it is not, exclusively, a field of critical inquiry. Studies in human-animal 
interaction (HAI), for example, draw as much on mainstream social theory 
(e.g. symbolic interactionism) as from critical perspectives. However, what (a 
more) critical multi-speciesism offers dementia studies, this chapter argues, 
is the ability to move beyond reliance upon re-packaged and re-constituted 
forms of liberal humanism, in pursuit of a more radical ontological- 
epistemological-ethical project. In the sections that follow, this chapter pro- 
vides a brief introduction to multi-species dementia studies, as an emerging 
sub-field of inquiry, before offering some tentative thoughts on how critical 
multi-species dementia studies can enable radical alterity in dementia. 


Why (a more) critical multi-species dementia studies? 


Human societies, cultures and civilisations are inherently multi-species. As 
such, and as Bryant (1979, p. 417) observes, we ‘can no more appropriately 
ignore the zoological dimension, than an analysis of drama can ignore the 
seminal actors in a play’. To think with Zoé! in dementia is not, therefore, 
a niche area of inquiry, neither is it exclusively for those who ‘like’ animals 
(Wolfe, 2010). Rather, multi-species dementia studies can be understood as 
an attempt to ‘adjust our conceptual apparatus in ways that redirect atten- 
tion, bring heightened acknowledgement [of the more-than-human world], 
and enable new ways of seeing’ (Jenkins et al., 2021, p. 2). As Jenkins and 
colleagues argue, multi-species dementia studies has clear potential to 
advance research, policy and practice — from advancing our understandings 
of interspecies caring in later life, to exploring the role animals play in shap- 
ing our understandings of, and responses to, dementia’s disease pathology. 

Advancing a more critical multi-species dementia studies, however, 
involves disrupting and destabilising the ideology of human exceptionalism 
that has, for the last two centuries, pervaded this field of enquiry. Since 
the late-18th century, human exceptionalism has been at the centre of our 
attempts to define dementia and to understand that which dementia affects. 
Humans, according to exceptionalist logic, are distinct from all other sen- 
tient forms of life. Their unique attributes and endowments (principally the 
capacity for reason, self-awareness and episodic memory) serve to make 
humans worthy of superior moral consideration. Human exceptionalism 
is foundational to modern capitalism and the modern episteme (Foucault, 
1966), as well as the dehumanisation of people with disabilities (Goodley, 
Lawthorn and Runswick-Cole, 2014). 

As Scull (1979) highlights, prior to the European Enlightenment, ‘insan- 
ity’ was widely associated with descent into the animal realm and a fall 
from the status of Man. This ontological position underpinned most early 
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‘treatments’ for psychiatric illness, including beatings, blistering and purg- 
ing, which were deployed by the physicians of the age in their attempts to 
tame the animal spirits of ‘the insane’. Whilst the Moral Treatment move- 
ment of the early 19th century sought to challenge this worldview and bring 
Enlightenment science into psychiatric nosology, the dehumanising of peo- 
ple living with progressive neurocognitive conditions has continued well 
into the 21st century. Dehumanisation continues, not despite our attempts to 
recognise the exceptional and indivisible humanity of people with dementia 
but, at least in part, because of them. By emphasising the exceptional and 
indivisible humanity of people with dementia, normative understandings of 
the human (as a category of being that is superior to and set apart from all 
other forms of life) remain the hegemonic model for thinking subjectivity. 
Following Wolfe (2003, 2010), this presents critical dementia studies with a 
difficult choice. On the one hand, appealing to the essential and indivisible 
humanity of people with dementia leads to pragmatic gains, such as greater 
freedoms to life, social participation and health, as well as greater freedoms 
from torture and the arbitrary deprivation of personal liberty. On the other 
hand, by drawing upon normative understandings of human beings as indi- 
visible and exceptional subjects, dementia studies risks essentialising the 
very oppressive ideology that it is seeking to challenge. As will be argued 
in the following sections, a more critical multi-species dementia studies 
offers alternative approaches for thinking about subjectivity, which are less 
unconsciously anthropocentric and more response-able (Haraway, 2016) for 
the radical alterity that we, as an epistemic community, are seeking to cre- 
ate. In the sections that follow, this chapter explores three key areas where 
multi-species thinking can lead to radical innovations in dementia. These 
key areas are connecting cognitive ableism with the ideology of speciesism, 
exploring the embodied experience of dementia across species and moving 
beyond (human) rights-based approaches to dementia. 


Connecting cognitive ableism with speciesism 


To move beyond human exceptionalism involves recognising the ways in 
which cognitive ableism intra-acts (Barad, 2007) with the ideology of specie- 
sism, so as to create mutually re-enforcing systems of oppression. 

Carlson defines cognitive ableism as ‘a prejudice or attitude of bias in 
favor of the interests of individuals who possess certain cognitive abilities 
(or the potential for them) against those who are believed not to actually or 
potentially possess them’ (Carlson, 2001, p. 140). Since the 1980s, dementia 
studies has well recognised the pernicious effects of cognitive ableism upon 
the lives of people living with progressive neurocognitive conditions. Euro- 
centric understandings of humans as rational, independent agents capable 
of exercising choice and practising self-regulation have been criticised for 
disabling people with dementia and facilitating their exclusion from the 
Personhood Club (see, for example, Lyman, 1989). Where dementia studies 
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has been less effective, however, is positioning cognitive ableism within 
its wider set of institutional, political, social and economic structures. As 
Hulko (2004) argues, exploring how oppression in dementia intersects with 
other sites of discrimination, such as gender, race and class, has been largely 
neglected within dementia research. As Bartlett et al. (2018) similarly argue, 
common forms of address used in dementia studies, including ‘the person 
with dementia’, carry implicit assumptions that socio-material factors such 
as gender do not matter when, clearly, they do. Whilst awareness of how 
neurocognitive disorder, age, gender and race intersect is growing within 
dementia studies, an equally important ideological system has received vir- 
tually no attention: namely, speciesism. 

Popularised by Charles Darwin (1809-1882), the origins of species — as 
a concept — can be traced back to the centuries preceding the European 
Enlightenment, to the naturalist John Ray (1627-1705) who, in Historia 
Plantarum, introduced the concept to refer to the fixed and unchangeable 
classifications of organisms within which only limited variations may occur 
(Aldhebiani, 2018). In the 19th century, species and speciation” became cen- 
tral within early scientific attempts to define dementia as the Fourth Species 
of Mental Derangement (Pinel, 1806). It was not, however, until the middle 
of the 20th century that modern understandings of species, as a popula- 
tion that can only reproduce amongst itself to the exclusion of all others, 
were first established by the evolutionary biologist Ernst Mayr (1904-2005). 
Species-ism, then, may be understood as ‘prejudice... in favour of the inter- 
ests of members of one’s own species and against those of other species’ 
(Singer, 1975). Such systemic prejudice, according to Singer, is the only plau- 
sible explanation for humanity’s treatment of nonhuman animals who, like 
humans, possess the capacity to experience pain, suffering and happiness. 

As Wolfe (2003, 2010) argues, critical scholarship has largely failed to rec- 
ognise the role that speciesism plays in the oppression of human and nonhu- 
man populations alike. Wolfe (2003, p. 1), for example, states that: 


... debates in the humanities and social sciences between well-inten- 
tioned critics of racism, (hetero)sexism, classism, and all other -isms that 
are the stock-in-trade of cultural studies almost always remain locked 
within an unexamined framework of speciesism. This framework, like 
1ts cognates, involves systematic discrimination against an other based 
solely on a generic characteristic—in this case, species. 


With the rise of posthumanist and new materialist ontologies, during the 
early decades of the 20th century, critical scholars have started to explore 
connections between speciesism and other forms of institutionalised 
oppression, including cognitive ableism. Braidotti (2013, p. 15) argues, for 
example, that equating subjectivity with ‘consciousness, universal ration- 
ality, and self-regulating ethical behaviour’ carries ‘essentialist and lethal 
connotations’ for bodies that are branded as Other (including nonhuman 
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animals) who, through such discourse, become relegated to the “less than 
human status of disposable bodies”. In order to move beyond speciesism, 
Braidotti argues, we need thinking tools for understanding subjectivity that 
are not predicated upon a hierarchical and essentialised division between 
the human and the nonhuman. In other words, we (humans) ‘need to 
become the sorts of subjects who actively desire to reinvent subjectivity as a 
set of mutant values and to draw our pleasure from that ...’ (Braidotti, 2013, 
p. 93). With its emphasis on de-centring rationality and promoting more 
inclusive understandings of embodied personhood, dementia studies offer 
an ideal site through which to develop our more mutant subjectivity (see also 
Chapter 15 and 17 in this volume). 


Embodied subjectivity in dementia (across species) 


Destabilising human exceptionalism compels us towards more ‘mutant’ 
understandings of embodied subjectivity (Braidotti, 2013), yet this goes 
against the grain of over two centuries of thinking within dementia studies. 
Since the late 18th century, attempts to understand the psychosocial seque- 
lae of dementia have been framed within an epistemological framework 
rooted in liberal humanist ontological assumptions about what it means to 
Be a person. This has served to make investigating the embodied experi- 
ence of dementia an exclusively human affair. If, for example, nonhuman 
animals do not possess either a sense of self, a family, a theory of mind, the 
capacity for reason or episodic memory, then they are, ipso facto, incapable 
of losing them. Over-reliance upon humanist phenomenology and symbolic 
interactionism within qualitative dementia research has served mainly to 
re-enforce this epistemic position. According to the ‘founding father’ of 
symbolic interactionism, G.H. Mead (1863-1931), humans alone are capable 
of generating and communicating meaning. If so, then attempts to generate 
thick, empathetic understandings of the embodied experience of dementia 
(verstehen), which are so central to qualitative dementia research, are only 
possible when both the observer and the observed are human. 

There are several reasons, however, for challenging such an anthropo- 
centric worldview. As Arluke and Sanders (1996) and Sanders (2009) high- 
light, studies in ethology and ethnozoology suggest that some nonhumans 
are indeed capable of some forms of symbolic interaction, albeit in qualita- 
tively different forms to that of humans. Mammals capable of rules-based 
play, for example, appear to attach symbolic properties to physical objects 
(e.g. stick = toy/play), display an ability to take turns and create a “shared 
definition” of the game (Arluke and Sanders, 1996; Sanders, 2009). As such, 
Arluke and Sanders argue that assertions that only humans are capable of 
generating and communicating meaning appear to be based more on specie- 
sism than on robust empirical evidence. 

Animal bodies are also cable of experiencing age-related neuro-cogni- 
tive conditions. Studies in veterinary medicine, for example, suggest that 
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the generation of senile plaque and neurofibrillary tangles that are char- 
acteristic of Alzheimer's Disease (AD) in older adults is also present in the 
brains of older nonhuman mammals diagnosed with Cognitive Dysfunction 
Syndrome (CDS). Such similarities in pathology between AD in humans 
and CDS in nonhumans have led some, such as Prpar Mihevc and Majdic 
(2019), to argue that AD and CDS are but two facets of the same disease. 
If nonhuman mammals are capable of experiencing age-related cognitive 
disorder, and are capable of being affected by the advent and progression 
of such conditions, then one can only summise that speciesism lies at the 
heart of why their embodied experiences have been systematically ‘forgot- 
ten’ (Davies, 2012) within qualitative dementia research. 

Even within the human body, the embodied experience of dementia is not 
an exclusively human affair. Research from across the fields of biology, ecol- 
ogy, cybernetics and systems theory has highlighted how relations between 
the human and the nonhuman, at the microscopic level, are central to the 
accomplishment of human selves. Contemporary understandings of hori- 
zontal gene transfer, for example, suggest that in excess of 100 genes within 
the human genome originated from nonhuman species (Sheldrake, 2020), 
whereas endosymbiosis — the process in which one cell exists inside another 
cell, typically with mutual benefit — has long been theorised as providing the 
basis for the evolution of mitochondrial DNA (Gray, 2017; Margulis, 1970). 
In addition to cells within cells, the human microbiome is thought to con- 
stitute a universe of over 39 trillion microbial (nonhuman) cells, accounting 
for up to 3% of human body mass. These microbiota perform vital functions 
including, amongst other things, storing fat, activating genes, replacing 
damaged cells and preventing illness. As such, microbial relations within, 
for example, the gut and large intestine, are thought to play a pivotal role 
in brain functioning, influencing how affective states such as anxiety, agi- 
tation and depression are experienced (see, for example, Foster and Mcvey- 
Neufield, 2013; Lach et al., 2018). 

Whole systems understandings of human subjectivity radically destabilise 
Enlightenment-based myths that persons are both indivisible and autopo- 
etic (i.e. self-producing and self-maintaining). As Gilbert, Sapp and Tauber 
(2012) poignantly argue, taking a relational view of life leads to the conclu- 
sion that humans have never been ‘individuals’, in the conventional sense 
of the term. Rather, whole systems understandings of human subjectivity 
appear better aligned with non-Western knowledge systems that have, for 
centuries, highlighted the dividual nature of personhood (Strathern, 1990) 
and humanity’s inter-being (Nhat Hanh, 2017) within the more-than-human 
world. 

Exploring the embodied experience of dementia across species offers 
dementia studies an opportunity to break free from its reliance upon ‘com- 
pensatory' models of human subjectivity (Braidotti, 2013), within which 
human exceptionalist logic is simply inverted (rather than rejected) in the 
pursuit of more ‘dementia friendly’ understandings of embodied experience. 
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Kitwood (1997), for example, argues that people with dementia often dis- 
play elevated levels of emotional engagement, whereas the rest of ‘us’ in 
our ‘customary patterns of over-busyness, hypercognitivism and extreme 
talkativity’ do not (Kitwood, 1997, p. 5). Aside from chronically lacking 
in empirical evidence, such assertions do little to challenge exceptionalist 
thinking. In contrast, by understanding the ways in which being affected by 
dementia is shaped by relations within the more-than-human world (at both 
the inter-corporeal and intra-corporeal level), we may begin to develop a 
clearer sense of the ‘mutant subjectivities’ which Braidotti (2013) alludes to. 


Beyond (human) rights-based approaches 


Rejecting human exceptionalism compels us to move beyond the language 
of (human) rights, in the pursuit of radical social change. 

Parallel to the rise of the Social Citizenship movement (Bartlett and 
O’Connor, 2007, 2010), (human) rights have become the central framework 
through which activists, researchers, policy makers and practitioners have 
sought to challenge discrimination and pursue greater social justice in 
dementia. During the 21st century, legal frameworks such as the Universal 
Declaration of Human Rights (1948), the International Covenant on Economic, 
Social and Cultural Rights (1966) and the Convention on the Rights of Persons 
with Disabilities (2006) have so far provided the basis upon which global 
dementia policy is formulated (see, for example, World Health Organiza- 
tion, 2017 and as discussed in Chapter 12). 

Whilst human rights-based approaches (HRBA) have led to tangible 
advances for many people with dementia, (human) rights are not the pana- 
cea that they are often held up as being. As D'Souza (2018) argues, (human) 
rights have a problematic history as their origins are intricately entangled 
with campaigns of colonialism and the forced displacement of indigenous 
populations that stem from the European Enlightenment project. Whilst, 
D’Souza argues, the language of (human) rights is much less radical now 
compared with when it was first introduced, during the period of the French 
Revolution, the demand for more rights has become ubiquitous within 
many contemporary social movements. Correspondingly, the number of 
(human) rights recognised within international law has increased from 30 
(in 1948) to over 300. What is more difficult to observe, D’Souza argues, is 
any positive correlation between the proliferation of rights and changes in 
the socio-material conditions within which oppressed populations live and 
struggle. Thus, D’Souza argues, we need to shift critical focus away from 
asking, ‘What do we want rights to achieve?’ and towards asking, ‘What do 
rights actually do?’ Why, for example, are those in positions of power often 
so eager to adopt the language of (human) rights? 

D’Souza (2018) is not the first critical scholar to question the emancipa- 
tory potential of rights. O’Neil (2005), for example, argues that the ‘nor- 
mative approach’ to rights requires that institutions and individuals (rather 
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than the State) are responsibilised for ensuring that the right to life, liberty, 
food, healthcare and other basic rights are met. This, O’Neil argues, leads 
to the creation of complex legal and bureaucratic landscapes within which 
those responsibilised for upholding rights become subjected to increased 
levels of surveillance, control and (ultimately) blame. As Rose (1985) argues, 
we need to consider the politics that underpin the language of rights and 
recognise that ‘posing demands in terms of rights and entitlements as means 
of directing social resources’ (p. 199) does little to disrupt our reliance upon 
human exceptionalist forms of moral reasoning. 

By developing approaches that are not based upon speciesist notions 
of moral worth, multi-species theorising may help connect the pursuit of 
social justice in dementia with broader agendas for social change, including 
changes to the ways humans treat nonhuman life. In seeking to develop a 
trans-species framework for social justice, Matsuoka and Sorenson (2018) 
highlight how Iris Marion Young’s five faces of institutionalised oppression 
(exploitation, marginalisation, powerlessness, cultural imperialism, violence) 
can identify points of connection in the oppression of human and nonhu- 
man beings, thus providing a theoretical foundation for practising multi- 
species, anti-oppressive social work. In a similar vein, critical approaches to 
power and personhood within the field of dementia studies may help us to 
develop and deepen our affinities with the more-than-human world (see also 
discussion in Chapter 6). Behuniak (2010), for example, argues that Western 
understandings of Personhood expose people with dementia to exploitative, 
manipulative, and competitive forms of power. In contrast, rooting person- 
hood in the embodied capacity to experience vulnerability enables people 
with dementia to access nutrient and integrative forms of power. Following 
Behuniak, both the human and the nonhuman ‘have the potential of becom- 
ing vulnerable’ and thus both ‘should be the focus of our ethical responsibil- 
ity of responding’ (Behuniak, 2010, p. 237). Our shared capacity to be made 
vulnerable in dementia compels us to cultivate ways of ‘collective knowing 
and doing’ (Haraway, 2016, p. 36) that, following Behuniak, harness the 
power to Be. Following McShane (2018), attending to the ways in which we 
are made vulnerable through dementia can lead to new ways of respond- 
ing to our increasingly precarious ecological situation. In this context, our 
shared vulnerability to, and in, dementia may be instrumental in cultivating 
what Tsing (2015) and Tsing et al. (2017) refer to as the ‘Arts of Living’ — new 
strategies for thriving ecologically, politically, economically and socially 
within the ruins of contemporary capitalism. 


Concluding thoughts 


This chapter has sought to offer some insights into how multi-species think- 
ing can aid the critical turn in dementia studies. As should hopefully be 
clear, to explore dementia from the position of multi-speciesism is not to 
‘animalise’ people with dementia nor anthropomorphise the experiences of 
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nonhuman subjects. Yet, cultivating a more critical multi-species dementia 
studies is likely to face challenges on two primary fronts: first, there are 
those who will resist the rise of critical perspectives in dementia per se, as 
refocusing attention on oppression and liberation in dementia does not 
tend to align well with the “strategic plans” of universities and public fund- 
ing bodies. In this hostile climate, multi-species approaches will need to 
demonstrate their relevance, not just to advancing critical scholarship but to 
addressing a much wider set of social, economic and political questions that 
we now face, as we strive to find ways of living and dying well, together, on 
an increasingly damaged planet (Haraway, 2016; Tsing et al., 2017). Second, 
there are those working within critical traditions who may resist consider- 
ation of nonhumans as subjects within transformative scholarship. This is 
understandable, as to fully consider animals as embodied subjects within 
modern-day assemblages of dementia raises difficult and emotive issues, 
especially surrounding the use (or abuse) of animals in biomedical dementia 
research. If not handled carefully, a more critical multi-species dementia 
studies has the potential to surface some highly divisive fault lines. And yet, 
to not move beyond our reliance upon human exceptionalism in the search 
for a more radical ontological, epistemological and ethical project risks 
something equally problematic; namely, re-enforcing the centuries-old, 
well-intentioned belief that reliance upon the liberal humanist project will 
somehow lead to a more ‘enlightened’ approach to dementia across the 
world. 


Notes 


1 From the Greek, meaning ‘life’. 
2 The process through which species evolve. 
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8  Reframing ‘ethnicity’ in 
dementia research 


Reflections on current whiteness 
of research and the need for an 
anti-racist approach 


Maria Zubair 


Introduction 


Dementia research is characterised by a noticeable focus away from issues 
of ‘race’, racism and racialised social inequalities, not least when account- 
ing for experiences of dementia within minority ethnic communities. In 
this chapter, I take into account the specific silence (even implicit denial 
and/or concealment) relating to ‘race’, racism and racialised social inequal- 
ities within dementia research relating to minority ethnicities. Conceptu- 
alising this silence and/or denial as a form of whiteness! (Ahmed, 2007a, 
2007b; Bhambra, 2017), I present a number of critical reflections around 
how this whiteness of public health discourses and research agendas relating 
to dementia has important implications for knowledge production, social 
justice and social change. This discussion takes issue specifically with the 
particular conceptualisations of ‘ethnicity’ (Torres, 2015, 2019; Zubair and 
Norris, 2015) within the wider public health discourses around dementia and 
presents a critique regarding how these white discourses work as a mecha- 
nism to shift responsibility and blame collectively to members of the disad- 
vantaged minority ethnic communities who are persistently constructed and 
represented as a ‘problem’ (Brotman, 2003; Torres, 2006; Zubair and Norris, 
2015; Zubair and Victor, 2015). I argue, in particular, that the essentialist 
white dominant framings of (minority) ‘ethnicity’ within current dementia 
policy and research — that focus predominantly on a discourse of minority 
ethnic ‘cultural difference’ — neglect the lived realities of racialisation and 
marginalisation as experienced by minority ethnic people. These framings 
thus de-politicise the issue of (in)equitable minority ethnic access to demen- 
tia diagnosis, care and support. 

Placing a strong emphasis on the need for a decolonisation of research 
agendas and frameworks with respect to dementia research, I argue here 
for the need for dementia researchers undertaking research with minority 
ethnic populations to also adopt anti-racist approaches to knowledge pro- 
duction. The adoption of such approaches would help highlight, challenge 
and counter (rather than silence, conceal or ignore) the racialised character 
of current knowledge production within this academic field. I highlight and 
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reflect upon, in detail, what I identify as the currently dominant Western 
(and white) framings of the dementia “problem” with respect to minority 
ethnicities and the likely harms of such framings for minority ethnic pop- 
ulations. I contend that countering such dominant white framings of the 
minority ethnic dementia experience and dementia care inequalities needs 
to be a key priority for a critical dementia research agenda concerned with 
positive social change. 


Minority ethnic dementia research as a white project 


For an understanding of how current dementia research relating to minor- 
ity ethnicities may be conceived of as being predominantly a white project 
(or, in other words, a white social and political endeavour — whether this 
happens consciously or habitually as routine, taken-for-granted, ways of 
understanding the issues), we can begin by considering this research sub- 
field’s current relation to whiteness. Some of the pertinent questions we 
may want to reflect upon and consider include: in what ways is this sub-field 
of research informed by a white worldview? How is whiteness located and 
positioned, or positions itself (in its embodied, ideological and/or political 
forms) within this sub-field of research and its practice — including within its 
structures and research-related organisational hierarchies, spaces, methods 
and processes? How does this whiteness, in turn, also get reinforced and 
reproduced not merely within the research but through the research itself? 

I will return to the questions outlined above during the course of my 
discussion in this chapter, but first I would like to start by noting a key 
observation that has been made by Ahmed (2007a) and, time after time, also 
by other scholars of ‘race’ and cultural studies (see, for example, Bell and 
Hartmann, 2007; Dyer, 1997; Fanon, 1963; Frankenberg, 1993; Hall, 1992; 
Headley, 2004) regarding the invisibility and unmarked character of white- 
ness which exists: 


... as the absent centre against which others appear only as deviants, or 
points of deviation ... Whiteness is only invisible for those who inhabit 
it, or those who get so used to its inhabitance that they learn not to see 
it, even when they are not it ... Spaces are orientated ‘around’ white- 
ness, insofar as whiteness is not seen. We do not face whiteness; it ‘trails 
behind’ bodies, as what is assumed to be given. 

(Ahmed, 2007a: 157) 


Ahmed (2007a) elaborates further on the normativity and privilege of white- 
ness whereby invisible marks of privilege — for example, even just possessing 
a white name or a body that is perceived to be white — bestow a certain 
power to white bodies to extend their reach in the spaces that they inhabit. 
This, Ahmed (2007a) notes, is unlike the experience of other bodies that 
are not white. As Fanon (1986: 109-111) has also previously observed in 
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relation to bodies racialised as black, the latter bodies that are not white 
are likely to be constrained by the ‘third-person consciousness’ of their own 
body when these come into contact with those that are white — experiencing 
their being in such contexts through others, as ‘the movements, the atti- 
tudes, the glances of the [white] other’ fix them there. Building on and rein- 
forcing Fanon’s analysis, Ahmed (2007a: 161) observes that the bodies that 
are visible and marked by being not white remain restricted in what they 
can do, stopped in their movements or actions, and even ‘diminished as an 
effect of the bodily extensions of [white] others’, White bodies, however, 
she argues, ‘do not have to face their whiteness; they are not orientated 
“towards” it’, and since their whiteness ‘goes unnoticed’, ‘they do not get 
“stressed” in their encounters with objects or others’, instead their bodies 
‘trail behind’ in the performing of action and ‘do not get in the way of an 
action’ (2007a: 156). 

Ahmed’s (2007a) and Fanon’s (1986) observations relating to how white- 
ness operates as a normative, invisible mark of racialised privilege — that 
while remaining unnoticed and invisible in its workings, affects unequal 
power relations with those marked and racialised as others — are critical 
to my own argument here regarding dementia research involving minority 
ethnicities as being a white project. As highlighted previously by various 
critical ‘race’ and cultural studies scholars with regard to the relation- 
ship between privileged and marginalised social positions (see, for exam- 
ple, Ahmed, 2007a; Fanon, 1963, 1986; Spivak, 1988, 1993), white privilege 
includes the white power from a privileged normative position to objectify, 
define, label, characterise, silence, stop and diminish the marked racialised 
others who are not white. 

Of particular significance to my argument here is also Ahmed’s (2007a: 
157) observation that spaces acquire the shape and ‘skin’ of the bodies that 
inhabit them and are more orientated around some bodies than others. She 
specifically notes how “... institutional spaces are shaped by the proximity 
of some bodies and not others: white bodies gather and cohere to form the 
edges of such spaces’. I use Ahmed’s (2007a) observations relating to the 
whiteness of spaces and their different orientations and proximity to dif- 
ferent racialised bodies to extend an argument that academic and scholarly 
spaces (in this case, the academic and scholarly space of dementia research) 
are also oriented around whiteness, insofar as whiteness is not seen and 
remains unnoticed as an assumed given. Here, I refer to the whiteness of 
the academic, scholarly and research space as not something reducible to 
the presence of bodies with white skin that inhabit that space in larger num- 
bers. Instead, I understand whiteness, following Ahmed (2007a: 158-159), as 
‘a way of inhabiting space’ also beyond (or even despite) the more obvious 
materiality of one’s body (as it appears to other bodies within that space). 
Whiteness inhabits, for example, through specific (white) orientations, ide- 
ologies, perspectives, sensibilities and sensitivities which allow claiming the 
space ‘by the accumulation of gestures of “sinking” into that space’, such 
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that one is at ease with one's (embodied, social and ideological) environ- 
ment, fits in, and by fitting into the space disappears from view (Ahmed, 
2007a: 158-159). 

Above, I have outlined some of the observations from critical ‘race’ and 
cultural studies that I view as pertinent to the sub-field of dementia research 
focusing on minority ethnicities. Now, I shall discuss the particular rele- 
vance of these observations to how we may understand the whiteness of 
this academic sub-field. These observations provide a useful framework for 
developing an understanding, particularly around how a largely unmarked 
academic research whiteness coheres to foster and promote a specific domi- 
nant white worldview with respect to its racialised others. Such a worldview 
is steeped in an essentialising discourse on the other (Fanon, 1963, 1986; 
Hall, 1992; Said, 1978). Moreover, this academic research whiteness, with 
its hegemonic perspectives relating to the experience of dementia within 
minority ethnic communities, may never become apparent, visible or noticed 
without a critical reading of the academic research. The latter would entail 
examining its processes along with some critical reflection around the role 
that it plays in essentialising, determining and silencing the peoples that are 
the focus of its interest — minority ethnic persons and communities. 

My argument regarding current dementia research focusing on minority 
ethnicities as being predominantly a white project of knowledge production 
relates to two key aspects of this body of research. First, the specific struc- 
tures of academic research development and organisation (as with research 
in most other academic fields beyond dementia research) mean that differ- 
ent racialised bodies (and institutions) are placed differentially. This is in 
terms of the power dynamics concerning both the conduct and control of 
the research (Burman, 2012; Nimako, 2012; Smith, 1999; Tamdgidi, 2012; 
Zubair and Victor, 2015). This power differential, based on the type of prox- 
imity to the research (and its control), works as a resource for whiteness. 
Whiteness thus takes the lead in not merely identifying the research agendas 
and what is worthy of research attention but also determining the framing 
of the issue(s) under consideration (Nimako, 2012; Smith, 1999). The result 
is a body of academic research led by whiteness, using white framings of 
the identified issue(s), and casting a white gaze on racialised others. Second, 
following on from the above, the implicit white conceptual, ideological and 
political underpinnings of this research reinforce and legitimise the racial 
status quo and its associated inequalities at the expense of the racialised oth- 
ers. This is the case even where these underpinnings of research may reflect 
the habitual or routine, taken-for-granted, knowledge and understanding of 
researchers shaped through a context of academic whiteness and coloniality 
of knowledge (Burman, 2012; Tamdgidi, 2012). 

For further elaboration of my argument regarding this whiteness of 
dementia research, I now turn my attention towards a more specific analysis 
of the particular white worldview this research encompasses and facilitates 
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in terms of its specific discourses, representations and positioning of minor- 
ity ethnicities. As I do so, it is important to also highlight here that both the 
essentialism and tendency for silencing and negating alternative perspec- 
tives and voices within this sub-field of research are supported by a wider 
context of academic whiteness and coloniality (Burman, 2012; Nimako, 
2012; Smith, 1999; Tamdgidi, 2012). The spaces of academic research, schol- 
arship and knowledge production are orientated around white bodies and 
whiteness more generally to the extent that this normative whiteness (and its 
ideological hegemony) remains unnoticed by those that habitually inhabit 
these white spaces (Ahmed, 2007a). The experience of this whiteness and its 
normative discourses is, however, different for bodies and persons who are 
not at home in these spaces given their different relationship to whiteness, 
and for whom whiteness is not so invisible. I return here to Fanon’s (1986: 
116) description of the white gaze in terms of the experience of black bodies 
‘being dissected under white eyes, the only real eyes’. 

Using such ideas as a starting point, there is a whole host of important 
interlinked questions to consider, with reference to dementia research 
focused upon minority ethnicities. These include: 


e How exactly does whiteness and the white gaze position itself within 
this sub-field of dementia research? 

e What (and who) is its focal point of attention, interest and observation? 

+ What does it take for granted, fail to see, or even turn a blind eye to? 

+ How does it look upon and perceive those that it sees as the ‘others’? 

e What does it do with respect to essentialising the latter’s difference? 

+ How does it silence the perspectives and voices of these “others”? 


Let me share a personal anecdote here which usefully illustrates some of 
the ways in which academic whiteness operates in a research context. Spe- 
cifically, I outline what this means for understanding the issue of minor- 
ity ethnic positioning and representation under the white gaze of dementia 
research: 


I accompany a white senior academic colleague from my university to a 
meeting with a local South Asian community group organised around 
dementia. The purpose of this meeting is to undertake some initial work 
around building research contacts within the community in prepara- 
tion for putting together a programme of research activities involving 
a focus on dementia within the local South Asian communities. The 
meeting starts and, after brief introductions, I am assigned the task of 
taking notes of the discussion by my senior colleague. My senior col- 
league is given the floor to open up the meeting with a brief introduc- 
tion of the meeting’s purpose. The senior colleague starts to explain the 
importance of the proposed programme of research activities by first 
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contextualising and framing “the problem” that needs to be addressed 
through undertaking the research —the identified issues of concern area 
lack of timely diagnosis of dementia among minority ethnic communi- 
ties, and a lack of use of dementia services which is identified as putting 
those living with dementia within these communities at a disadvantage. 
As the senior colleague describes the issue, they also frame it contempo- 
raneously in a specific way by adding, “It's not because there is racism. 
The issues are more complex — there are language and cultural barriers 
[to service access and provision for minority ethnic groups] ... There is 
a clear need to raise awareness among BAME communities ...”. 


The senior academic in the anecdote above pre-defines the barriers to minor- 
ity ethnic people's access to dementia diagnosis and services as not being 
related to racism, even before they have embarked on their identified pro- 
gramme of research. This is the case even when there is a noticeable absence 
of any significant piece of existing dementia research that has specifically 
explored and/or systematically discredited the role of racialisation and/or 
racism in minority ethnic people’s experiences of dementia and/or their lack 
of access to, and/or engagement with, dementia-related services. While I felt 
an urge in that moment of time to point out this knowledge gap in the field 
of dementia research, which continues to be organised largely around white- 
ness, my own status as an unestablished early career researcher working ina 
subordinate role held me back from speaking. 

In making sense of this anecdote, I return here to the observations made 
earlier in this discussion relating to the privileged normative position of 
whiteness, white bodies and white standpoints, which allows them to extend 
their reach in the spaces that they inhabit without being noticed or having 
to face their whiteness. My senior colleague’s framing of the issues in this 
regard was neither surprising nor stood out as unusual enough to warrant any 
comment or dialogue among those present at the meeting. This is because, 
within a broader context of the normative academic whiteness of dementia 
research, the senior colleague’s perspective, which silenced the role of ‘race’, 
racism and racialised inequalities through the problematisation of minority 
ethnic cultures instead, was already well-supported — even endorsed — by the 
whiteness of the existing body of dementia research involving minority eth- 
nicities (see, for example, Adamson, 2001; Berwald et al., 2016; Blakemore 
et al., 2018; Bowes and Wilkinson, 2003; Mackenzie, 2006; Mukadam et al., 
2015). This perspective is further supported by wider white public and pol- 
icy discourses such as those encapsulated within the UK’s Prime Minister’s 
Challenge on Dementia (see, for example, Department of Health, 2015). 

I looked around at the group of people attending the meeting, to see if 
anyone would challenge the potential whiteness of such a perspective, but 
everyone appeared to be silently listening on. Furthermore, backed by refer- 
ences to some of the earlier research work, undertaken with the same white 
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framings of the issue, this senior academic’s particular framing of the prob- 
lem powerfully shaped the ensuing discussion at the meeting. Consequently, 
a white gaze was directed exclusively upon the ‘cultures’ and perceived ‘cul- 
tural deficits’ of minority ethnic people, which silenced the introduction of 
any alternative perspectives on the issue. In the discussion that follows, I 
will elaborate further on this white framing of the issue, along with its impli- 
cations for minority ethnicities and for knowledge production, social justice 
and social change. 


De-politicised cultural framings of ‘ethnicity’ and its harms 


Dementia research relating to minority ethnicities predominantly employs 
a discourse of ‘culture’ and ‘cultural difference’, whereby the barriers to 
minority ethnic people’s access to dementia diagnosis and formal care are 
identified mainly in cultural terms. This includes culturally specific concep- 
tualisations of dementia (Berwald et al., 2016; Giebel et al., 2016; Mukadam 
et al., 2015); culturally defined stigma around a dementia diagnosis and/ 
or accepting formal support (Berwald et al., 2016; Hailstone et al., 2017; 
Mackenzie, 2006); culturally determined norms, expectations and require- 
ments around care (Bowes and Wilkinson, 2003; Duran-Kirag et al., 2022; 
Sagbakken et al., 2020); and so on. Driven by an expressed concern for 
improving minority ethnic access to dementia diagnosis and support, this 
research is fundamentally defined by (and reinforces) a strong, ongoing 
‘awareness raising’ agenda focused upon minority ethnic understandings 
and attitudes relating to dementia. This research is not devoid of references 
also to the need for ‘culturally sensitive’ and ‘culturally appropriate’ service 
provision in terms of the implications that are drawn from the research. 
However, the overall focus is on describing and characterising minority 
ethnic cultures alone — particularly as presumed bounded, fixed and dis- 
crete entities (Zubair and Norris, 2015). This keeps the white gaze of the 
dementia minority ethnic research directed solely towards minority ethnic 
populations, and on scrutinising, defining and labelling these populations’ 
‘cultural difference’. References to the need for ‘cultural appropriateness’ of 
services and ‘cultural competency’ among practitioners are, however, sel- 
dom followed through by either turning the gaze on the health and social 
care services and practitioners or intervening in a real sense to culturally 
adapt the services and/or practitioner competencies, as also revealed by 
a recent scoping review of the published research undertaken in the UK 
(Blakemore et al., 2018). 

The lack of appropriate attention to the study of the service organisation 
and delivery context (including its potential cultural adaptation), which 
relates closely to the issue of minority ethnic access and engagement, how- 
ever, is not the only key issue here. The culture-focused framings of the 
minority ethnic access and engagement issue are problematic also in terms 
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of the particular conceptualisation of ‘ethnicity’. Ethnicity is understood 
and represented here in a mono-dimensional manner as simply being syn- 
onymous to a presumed bounded, fixed, and homogeneous ethnic culture 
(Zubair and Norris, 2015). The use of such a conceptualisation of ethnicity, 
as well as the associated culture-focused framework of the current minority 
ethnic dementia research, is familiar. It works in a similar way to how the 
dominant discourses of (cultural) diversity and ‘inclusive’ multiculturalism, 
even when celebratory, have been shown to function as mechanisms for the 
de-politicisation of racialised inequalities (Ahmed, 2007b, 2007c; Bell and 
Hartmann, 2007; Brotman, 2003; Pitcher, 2009). In the case of demen- 
tia research as well, the framing of the minority ethnic equality-of-access 
issue largely in terms of minority ethnic ‘culture’ and ‘cultural difference’ 
involves use of a de-racialised language. This effectively silences and makes 
invisible the critical role of ‘race’ and racialised social locations and posi- 
tionings in creating inequalities for minority ethnic persons (Bonilla-Silva, 
2014; Brotman, 2003). Minority ethnic identities are thus detached from their 
experiences of historical as well as current racisms and racialised exclusions 
(Bonilla-Silva, 2014; Daniels and Schulz, 2006). Consequently, the racialised 
character of the diagnosis and dementia care access inequalities remains 
concealed and untouched rather than being highlighted and addressed. 

It is important to note here that the culture-focused framings of the issue, 
as discussed above, are harmful for minority ethnic people also beyond just 
simply silencing ‘race’ and hindering appropriate intervention in relation to 
racialised inequalities. These framings, in essence, represent white essentialist 
understandings of minority ethnic cultures and peoples, who are perceived, 
constructed, labelled and pre-determined in negative terms as the homoge- 
neous, undifferentiated and problematic cultural others (Ahmad, 1989; Brot- 
man, 2003; Torres, 2006; Zubair and Norris, 2015). As cultural others, minority 
ethnic persons (including whole communities) have become defined within 
both dementia and broader health research predominantly in stigmatising 
terms with reference to their presumed lack of knowledge and awareness of 
health conditions such as dementia (see, for example, Forbes et al., 2011; Lud- 
wig et al., 2011; Nielsen and Waldemar, 2016; Parveen et al., 2017; Patel et al., 
2020; Purandare et al., 2007). These populations have thus been character- 
ised as being largely uninformed, but also additionally as deviant populations 
presenting extra challenges for services due to their own separate culturally 
defined ‘special needs’ (Brotman, 2003; Ronstrom, 2002; Torres, 2006). 

The lack of recognition regarding the multi-dimensional and complex 
character of ethnicity — which encompasses much more than just a pre- 
sumed fixed and static ethnic ‘culture’ (Barth, 1969; Cornell and Hartmann, 
1998; Ford and Harawa, 2010; Modood, 2005; Song, 2003; Zubair and 
Norris, 2015) — while typical of dementia research, is undoubtedly prob- 
lematic. As described above, this has serious implications for knowledge 
production relating to minority ethnicities, and thereby for social justice 


Reframing ‘ethnicity’ in dementia research 91 


and social change. Acknowledging ethnicity’s close interlinks also with par- 
ticular racialised identities and statuses, however, is important from a social 
justice perspective. This is because such an acknowledgement allows for an 
understanding of how, rather than merely signifying specific cultural orien- 
tations, ethnicity also represents an individual’s social location and position- 
ing within a society (Ford and Harawa, 2010). This means recognising that, 
for persons with a minority ethnic or racialised affiliation, ethnicity as a 
social location also differentially shapes their exposure to the various ethnic 
and/or racial penalties as well as access to the opportunities and resources 
in society (Anthias, 2001; Bonilla-Silva, 2014; Ford and Harawa, 2010). This 
includes penalties, opportunities and resources that may have a bearing on 
a timely consultation for dementia-related symptoms. However, with such a 
recognition remaining largely missing from the current dementia research 
literature, given its particular de-politicised conceptualisations of ethnicity, 
the blame for the dementia diagnosis and care access inequalities remains 
attached to the minority ethnic persons and communities, resulting in stig- 
matisation of these minority ethnicities. 

Shifting the responsibility and blame for the dementia diagnosis and 
care access inequalities on to minority ethnic persons and communities 
has negative implications for these persons and communities that go fur- 
ther beyond purely the issue of negative representation and stigmatisation. 
The reinforcement of negative stereotypes relating to minority ethnicities 
who are constructed as problematic, and these minorities’ stigmatisation, 
through such blame-shifting further reinforces the minority ethnic persons’ 
and communities’ marginalised social positioning, affecting these peoples’ 
health and life chances. Within some of the broader health research lit- 
erature, such marginalisation (including that owing to identities that are 
racialised and/or stigmatised within healthcare contexts) has been shown 
to also have a negative impact on minority ethnic persons’ trust in health- 
care services and professionals. Often, this results in health-seeking delays 
and lower levels of healthcare utilisation among these groups (Allen et al., 
2014; Gamlin, 2013; Lee et al., 2009; Martinez-Hume et al., 2017; Mclean 
et al., 2003; Progovac et al., 2020; Smith and Ruston, 2013; Tang and 
Browne, 2008). 

It may then be argued that culture-focused framings of ethnicity could 
create a negative reinforcing feedback loop of ever-widening ethnic health 
inequalities. This is especially so when ethnic minority health and healthcare 
access inequalities are presented as grounded mainly in people’s presumed 
cultural orientations and the disadvantages that these cultural orientations 
are seen to present. Culture-focused framings of ethnicity — which prob- 
lematise minority ethnic cultures by presenting these as the main ‘barrier’ 
to minority ethnic engagement — are thereby likely to reinforce rather than 
counter racialised inequalities in dementia diagnosis and care access. This 
is because the reinforcement of negative cultural stereotypes, which also 
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often represent and influence healthcare practitioners’ own dominant white 
cultural frames of understanding, may often affect these practitioners’ atti- 
tudes towards minority ethnic patients along with the character of their 
interactions with these patients (Holmes, 2012; Mclean et al., 2003; Tang 
and Browne, 2008). This, in turn, is likely to negatively affect the quality of 
the minority ethnic healthcare experience and these patients” future engage- 
ment with healthcare services (Aronson et al., 2013; Holmes, 2012; Lee et al., 
2009; Mclean et al., 2003; Progovac et al., 2020). Arguably, this is particu- 
larly so for conditions such as dementia that may also be more widely stig- 
matised. However, while the current minority ethnic dementia research is 
preoccupied largely with the ‘culture’ of minority ethnic persons, it does lit- 
tle to understand or address the likely effects of perceived and experienced 
racism. Or, for that matter, the effects of racialised social locations and posi- 
tionings (including those relating to healthcare contexts) on the dementia- 
related health-seeking practices within minority ethnic communities. 


Un-silencing ‘race’ and racialisation through anti-racist 
research approaches 


The harms associated with the outward-facing, essentialist, white gaze of 
dementia research on minority ethnicities raise a critical need to identify 
ways of countering this white gaze. This might include identifying ways 
of doing research that would unsettle the silence around ‘race’, racialisa- 
tion and racism that is currently imposed by this white gaze. The biased, 
non-neutral, hierarchical and oppressive character of Western white 
research has long been recognised by decolonial scholars (see, for exam- 
ple, Mignolo, 2009; Smith, 1999, 2005). Much of this work identifies detri- 
mental impacts in terms of representation and emancipation of peoples and 
communities who are not Western and/or white. Noting the positionality of 
indigenous or non-Western people vis-a-vis Western research, Smith (1999: 
39), for instance, observes: 


As a site of struggle research has a significance for indigenous peoples 
that is embedded in our history under the gaze of Western imperialism 
and Western science. It is framed by our attempts to escape the penetra- 
tion and surveillance of that gaze ..... Research has not been neutral in 
its objectification of the Other. Objectification is a process of dehuman- 
ization. In its clear links to Western knowledge, research has generated 
a particular relationship to indigenous peoples which continues to be 
problematic. 


An important task with respect to the dementia research relating to minor- 
ity ethnicities is therefore to re-direct the Western, white and also largely 
clinically informed gaze of the research back onto its own whiteness as 
well as that of the white clinical context of dementia diagnosis. This gaze 
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has been shaped primarily by an overriding clinical concern around identi- 
fying dementia patients, labelling the condition and enforcing a diagnosis. 
Such shifting of the research gaze, in turn, needs to constitute not merely 
a decolonisation of the research but also adoption of approaches to knowl- 
edge production that are consciously anti-racist. In being anti-racist, these 
approaches should help to explicitly acknowledge, articulate, challenge and 
counter the racism and/or racial bias within the current research and its 
agendas and frameworks. 

There are three key aspects of dementia research that need to be 
addressed in terms of acknowledging and making visible the likely role of 
‘race’ and racialised social locations and positionings in creating dementia 
diagnosis and care access inequalities for minority ethnic persons. First, 
while minority ethnic communities (and their cultural understandings and 
attitudes) have been disproportionately positioned and viewed within this 
existing research as appropriate targets for change, there is a need to move 
beyond such othering culture-focused frameworks (Zubair and Norris, 
2015). It would be more fruitful instead to interrogate why such presumably 
fixed and unchanging cultural understandings and/or attitudes may con- 
tinue to persist for people from minority ethnicities. From an anti-racist 
research perspective, this would involve contributing to a new research 
agenda. Such an agenda would counter current constructions of minor- 
ity ethnicities and cultures as problematic in themselves and, in doing so, 
point to the racism or bias underlying the current research frameworks 
and approaches. An anti-racist research agenda would also involve a sig- 
nificant move away from relying on oversimplified culture-focused expla- 
nations of lower engagement by minority ethnicities, which at present tend 
to form both the starting and end points of many research investigations. 
The anti-racist agenda would, instead, focus upon developing a nuanced, 
contextual understanding of the dementia-related knowledge and health- 
seeking practices within racialised and minority ethnic communities. It 
would take into account (and clearly articulate) the likely intertwining 
role of wider racialised inequalities, exclusions, racial discrimination and 
racialised subject positions (see, for example, Gamlin, 2013; Pullen et al., 
2014; Smith and Ruston, 2013) in the creation of the diagnosis and care 
access inequalities. 

Second, it is important to recognise the bias introduced with respect to 
knowledge production, through a sole focus of the white research gaze on 
the minority ethnic community context alone. This is a significant bias given 
that the structures, cultures and practices of the white health and social 
care institutions, services and/or professionals have largely escaped the 
scrutiny of this white gaze so far (see, for example, Blakemore et al., 2018). 
This is despite such structures and practices being critical to the experi- 
ence, engagement and access of racialised and minority ethnic groups (Lee 
et al., 2009; Mclean et al., 2003; Progovac et al., 2020; Tang and Browne, 
2008). Adopting an anti-racist approach to knowledge production therefore 
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also requires turning the research gaze onto the whiteness of the demen- 
tia health and care context. There is a need, in particular, for developing 
a detailed understanding of how this context is perceived and experienced 
by racialised and minority ethnic persons. This means identifying health 
and social care institutions and settings, including the whiteness of these 
spaces and settings (and not exclusively the minority ethnic communities), 
as appropriate targets for potential intervention and change in the future. 

Finally, the adoption of a research agenda that emanates from a com- 
mitment towards racial equity and justice requires the use of appropriate 
research methodologies, frameworks and processes that help counter and 
challenge the social hierarchies and inequalities traditionally imposed and/ 
or fostered (within and) via research itself (see Chapter 19 for further dis- 
cussion of the importance of critical methodologies). Developing nuanced 
understandings of minority ethnic experiences, as well as shifting the 
research gaze onto the cultures and practices within healthcare settings is 
likely to be more fruitful in terms of a racial equity agenda if undertaken 
using appropriate research frameworks and methodologies. These need to 
be compatible, in turn, with a racial equity agenda in terms of supporting 
and encouraging an explicit acknowledgement and articulation of issues 
relating to ‘race’, racialisation and racism. This also means prioritising the 
perspectives of racialised and minority ethnic groups as the central axis 
around which the discourse on inequalities in access revolves (Ford and 
Airhihenbuwa, 2010a, 2010b; see also Chapter 16 by Hulko who explores the 
practice implications of doing this). 


Conclusions: Shifting the gaze towards the whiteness of 
dementia research 


In this chapter, I have argued that current dementia research relating to 
minority ethnicities is predominantly a white project of knowledge produc- 
tion. This is so, since a largely unmarked academic research whiteness has 
cohered to foster and promote a specific dominant white worldview in rela- 
tion to its racialised others. My argument regarding the whiteness of this 
research relates to its two key aspects. First, the specific structures of aca- 
demic research development and organisation mean that different racialised 
bodies (and institutions) are placed differentially. This is in terms of the 
power dynamics within the conduct and control of the research. Second, 
I argue that the implicit white conceptual, ideological and political under- 
pinnings of this research reinforce and legitimise the racial status quo at 
the expense of racialised others. I take issue here specifically with the con- 
ceptualisations of ‘ethnicity’ within this sub-field of dementia research. The 
framing of the minority ethnic equality-of-access issue largely in terms of 
minority ethnic ‘culture’ and ‘cultural difference’ involves the use of a de- 
racialised language. This silences and makes invisible the critical role of 
‘race’ and racialised social locations and positionings in creating inequalities 
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for minority ethnic persons. I have also sought to highlight the harms of 
such de-politicised cultural framings of ‘ethnicity’ for minority ethnic per- 
sons and communities. Furthermore, I have argued that an important task 
is to re-direct the white gaze of this research back onto its own whiteness 
as well as that of the white clinical context of dementia diagnosis. Finally, I 
have identified some of the ways in which anti-racist approaches to knowl- 
edge production may be deployed within dementia research. The challenge 
here is to counter the racialised character of current knowledge production, 
thus paving the way for inclusive dementia research concerned with positive 
social change. 


Note 


1 I use the term ‘whiteness’ here, in the same way as Ahmed (2007a) does, to refer 
to a form of social and bodily orientation that is not reducible simply to white 
skin. Furthermore, this orientation may be habitual, unnoticed and/or taken for 
granted rather than necessarily conscious. 
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9 Frames of dementia, grieving 
otherwise in The Father, Relic 
and Supernova 


Representing dementia in recent film 


Sadie Wearing 


In a particularly affecting moment in the 2021 BBC/BFI film Supernova, 
Tusker, a writer contemplating ending his life following a diagnosis of 
dementia, comments that his partner (Sam) is suffering, because “you're 
not supposed to mourn someone while they're still alive’. He goes on to 
announce sardonically that ‘he must be because I am’. This scene does a lot 
of work in the film’s elaboration of the ethics of ending one’s own life when 
faced with a diagnosis of ‘dementia’, and I start here because the film’s focus 
on attempting, however imperfectly, to reflect on the experiences of living 
and dying with dementia from the perspective of the person with the condi- 
tion (rather than those around them) might, at least initially, be understood, 
even applauded, as a characteristic of some of the more recent portrayals of 
dementia on film. These lines also establish one of the mainstays of critical 
commentary on the three films I discuss here — namely the idea that the 
condition is especially traumatising in its upsetting of the proper chronol- 
ogies of grief. The focus on ‘grieving for the living’, which enacts a failure 
of recognition of the validity of the life that is evidently ongoing, is a trope 
only too familiar to critical accounts of dementia across the social sciences 
and the humanities. The equation of a dementia diagnosis as heralding the 
advent of an inevitable ‘social’ or ‘living death’ of the subject has been a fea- 
ture of the ways that dementia is culturally and socially imagined, storied, 
and reproduced revealing, as Hannah Zeilig has pointed out, the ‘underly- 
ing assumptions that infuse the political, social, and medical narratives that 
are told about these conditions’ (Zeilig, 2014, see also Peel, 2014). 

This chapter is not an exhaustive account of dementia on film, rather I 
am concerned here to note some recent iterations of the representation of 
dementia in mainstream narrative film, and to question whether these are 
evidence of new patterns of critical awareness emerging over the dilemmas 
of representation that dementia poses. In recent years, the number of ‘crit- 
ically acclaimed’ films in Europe, the UK and the US about dementia has 
continued to flourish. There was perhaps evidence of the ‘zeitgeist’ nature 
of the condition in the first decades of the 21st century (Parker et al., 2021). 
Rather than attempting to tackle the breadth of this cultural production! 
which includes a range of types of films, from fiction to documentary to 
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workshops organised by and for people who have dementia, this chapter 
will analyse just three films, all released in the UK in 2020-2021: The Father 
(Dir. Florian Zeller), Relic (Dir. Natalie Erika James) and Supernova (Dir. 
Harry MacQueen). Whilst they are all English language ‘mainstream’ nar- 
rative feature films, they differ in important ways. Two are set in the UK 
and one is set in Australia and, more significantly, they cover a range of gen- 
res, from the family melodrama to horror. Such genre differences produce a 
wide range of “feeling tones’ (Ngai, 2007), with the potential to elicit a range 
of affective responses in the viewer. The circulation of these “public feelings” 
(Berlant, 2011) may, in turn, have an impact on how the condition is under- 
stood culturally, socially and politically. But how far do these recent films 
challenge the problems that have already been identified as key questions for 
thinking through representations of this condition? (Or, more accurately, 
range of conditions.) Namely, the dangers of entrenching stigma, fear and 
denial and the production of ‘epistemic injustice’ (Capstick et al., 2015,) that 
ultimately dehumanises and renders abject the character (and, by implica- 
tion, anyone else) who is identified with dementia? 

These films raise a range of potentially productive issues for critical 
accounts of the portrayals of dementia on film. For example, has the per- 
spectival shift, widely reported in press reactions to The Father, answered 
the critique of cinema that it has too often focused on the traumas of the 
caregiver and failed to attempt to represent the embodied experiences of 
those with dementia? (Basting, 2009, Chivers, 2011, Swinnen, 2012) If so, 
to what extent does this shift reflect a more progressive cultural narrative? 
Does Supernova’s elegy for a same-sex couple's relationship in the wake of 
dementia rearticulate the gendered dimensions of dementia and care that 
have interested critics or does it merely provide a homonormative gloss on 
what is essentially a powerfully ‘affecting’ argument for self-annihilation? 
And, finally, what shape does the cultural imaginary of dementia take in 
Relic when dementia is inflected through the horror genre? What might this 
offer to critical accounts concerned with questions of personhood and the 
ethics of representation? Whilst there is not enough space here to consider 
all these questions in detail, this chapter takes the opportunity afforded by 
this cluster of films all released within a year of each other to produce a 
‘snapshot’ of the range of mainstream representations currently circulating 
in the light of some contemporary critical approaches to the representation 
of dementia on film. 

For any critical account of dementia, an analysis of how narratives and 
images of the condition circulate is crucial. E. Ann Kaplan and Sally Chiv- 
ers have succinctly summed up many of the issues raised over time about 
how dementia is represented. They argue, in their discussion of age panic 
in media discourses on dementia and care, that ‘overwhelmingly negative 
images’ are foremost, and these images, in turn, generate a range of “pow- 
erful affects’ in which fear dominates. The images are medicalising, age- 
ist, highly racialised and socially limited often featuring care given to class 
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privileged subjects by ‘heroic family members’ whilst ‘racialised care work- 
ers’ are ‘backgrounded’. Kaplan and Chivers argue that the negative ways 
that Alzheimer’s disease is ‘visualised and conceptualised’ have crucially 
important implications for practice and that improving care is dependent on 
recognising and challenging the meanings generated in cultural understand- 
ings of the disease. They conclude that critical analyses of the discourses 
surrounding dementia are therefore vital (Kaplan and Chivers, 2018). 

Readings of cultural representations are an important aspect of a critical 
engagement with dementia because engaging with such representations ena- 
bles both reflection on existing, circulating understandings of the condition 
and also an opportunity for interrogation of and challenge to these under- 
standings. Representations are powerful agents in the world, often respon- 
sible for normalising and reinforcing dominant, negative, understandings 
of and attitudes towards ‘otherised’ people, including those with demen- 
tia. However, they are also complex and can operate in contradictory ways, 
challenging viewers to rethink their assumptions. Critical responses to 
dementia, and dementia studies as a field which seeks to challenge socially 
damaging understandings and to rethink the meanings generated around 
the condition, therefore need to engage with the ‘powerful affects’ generated 
through media representations and framings. 


Frames of dementia, when is life greivable? 


Before offering my own brief readings of these films, I want to return to the 
idea of ‘grieving for the living’ with which I began. One instantly notable 
aspect of the critical reception of these films was the emphasis laid on this 
notion. Many have noted that this is a consistent feature of public and media 
discourses on what it is like to negotiate the condition as a family member, 
loved one or carer. Mark Kermode reviewing Relic for The Guardian quotes 
the director of the film as explaining the film’s concern to show ‘the true ter- 
rors’ of ‘grieving for the loss of someone while they’re still alive’ (Kermode, 
2020, NP). Peter Bradshaw echoed the sentiment in his review of The Father, 
where he finishes his piece with the same sentiment almost word for word: 
‘It is a film about grief and what it means to grieve for someone who is still 
alive’ (Bradshaw, 2021, NP). 

In framing dementia in terms of a temporal dysfunction in the processes 
of grieving the texts, and their reception, stress how loss functions as a 
structure in the narration of dementia. I have argued elsewhere that it is 
possible, often in unexpected quarters, to find popular narratives of demen- 
tia that complicate this and indeed offer much more nuanced accounts of 
living with dementia (Wearing, 2013, 2015, 2017). Nonetheless, the idea that 
the person with dementia is to be grieved for because they’ve been, euphe- 
mistically speaking, ‘lost’ whilst actually still alive is a powerful instance 
of dominant narratives of dementia that suggest it resembles a zombie-like 
state of living death (Behuniak, 2011). At the same time, it raises a series of 
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ethical questions about the status of the person that remains, and is familiar 
in critical accounts of the social and cultural construction of dementia. My 
specific concerns here, however, focus on the perhaps slightly less familiar 
questions raised by the notions of grief and its relationship to recognition, 
and are influenced by Judith Butler’s reflections on the powers of mourning 
and violence (2004, 2009). Mourning, it is argued, operates by designating 
some lives as more grievable than others and thus differentially allocates the 
status of human according to norms and frames, assigning value through 
discursive and cultural means.” 

Butler’s work, in asking ‘when is life grievable?’, illuminates the processes 
of exclusion and differentiation, of casting some lives as liveable and others 
as abject through a mediation on whether life is grievable and by extension 
how ‘power functions differentially, to target and manage certain popula- 
tions, to de-realise the humanity of subjects’ (Butler, 2004, p. 68). Sugges- 
tively (given the metaphorical link Zeilig (2014) notes between dementia and 
the stealthy dangers of ‘terrorism’), Butler points out how the US’s oppo- 
nents in the ‘War on Terror’ are figured as ‘spectrally human, the decon- 
stituted’ (p. 91), placed outside of the conceptualisation of the human and 
through their ‘ungrievability’ linked to their status as ‘like’ the mentally ill. 


The terrorists are like the mentally ill because their mind set is unfath- 
omable, because they are outside of reason, because they are outside 
of ‘civilisation’, if we understand that term to be the catchword of a 
self-defined Western perspective that considers itself bound to certain 
versions of rationality and the claims that arise from them. 

(2004, p. 72) 


Whilst Butler is concerned here with the effects of state power enacted on 
Otherised populations, this is provocative for considering the ways that 
dehumanisation works in relation to (as Butler terms it) ‘the mentally ill’, 
who are by inference already designated as the ‘spectrally human’ in this 
analysis. Moreover, the links Butler makes to the question of grievability 
here are also worth pursuing since the specific attachment to the formulae 
‘grieving for the living’ in relation to dementia does not deny that the life is 
grievable; rather, it confirms that the grief is firmly attached to the subject 
but only on condition that the subject remains recognisable as a subject of 
recollection. Hence, in these films the stress is given on whether the char- 
acter recognises or importantly ‘will recognise’ in the future a loved one or 
carer. This constitutes an ironic contrast with the sense of recognition that 
Butler refers to, where it involves a much fuller cognisance of the ‘ethical 
call’ that recognition of rather than by the other affords. In Frames of War, 
Butler pursues this question of recognition via the philosopher Levinas to 
consider the ways in which the critical imperative is to learn to read the 
‘frames’ that establish the ‘norms’ that encompass the human. The human 
in this analysis is always a contested category and one that needs to be 
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constantly negotiated through the framings which operate as gatekeepers 
to who is included and excluded. The human is understood as “a value and a 
morphology that may be allocated and retracted, aggrandized, personified, 
degraded and disavowed, elevated and affirmed” (2009, p. 76). Tellingly in 
relation to thinking about film and visual media, Butler suggests: 


If as ...Levinas claims, it is the face of the other that demands from us 
an ethical response, then it would seem that the norms that allocate who 
is and who is not human arrive in visual form. These norms work to 
give face and to efface. Accordingly, our capacity to respond with out- 
rage, opposition and critique will depend in part on how the differen- 
tial norm of the human is communicated through visual and discursive 
frames. There are ways of framing that will bring the human in to view 
in its frailty and precariousness, that will allow it to stand for the value 
and dignity of human life, to react with outrage when lives are degraded 
or eviscerated without regard for their value as lives. And there are the 
frames that foreclose responsiveness. 

(2009, p. 77) 


In this chapter I am interested in thinking with Butler’s work to consider how 
recent films and the discourses within them ‘frame’ dementia and the lives 
of people who have it, paying particular attention to the cultural politics of 
mourning and grievability. It is difficult to ignore the politics of mourning 
in these films and the commentary on them; Butler’s work highlights the 
question of when life is grievable and how the temporality of this relates to 
the conceptualisation of life as considered liveable. Examining ideas around 
appropriate modes and times of mourning raises questions that have been 
important for critical accounts of dementia, which, like Butler, have consid- 
ered the processes of abjection and dehumanisation (see also Chapter 11 in 
this volume). For example, the ‘ableism and sanism’ that ‘work in concert 
with each other, abjecting bodies as less than’ (Thornycroft, 2020, p. 92), 
which, as Shakespeare, Zeilig and Mittler point out, limits the ‘articulation 
of the rights of people with dementia and thus their ability to retain their 
humanity to the ends of their lives’ (2019, p. 10). 


Supernova, elegy for the living 


As indicated at the outset of this chapter, Tusker is living, to use Sarah 
Lachlan Jain’s expression in ‘Prognosis Time’ (Jain, 2007, see also Puar, 
2009). Having received a diagnosis of dementia, the film follows Tusker 
and his partner Sam, as they take what is revealed as a very final road trip 
together. Sam learns on the journey that Tusker is planning to end his life 
as a result of his diagnosis. The film follows the genre conventions of both 
the family melodrama and the road trip. Tusker and Sam wrestle with the 
decision that Tusker has taken to kill himself, having gathered family and 
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friends for a final party and having found a suitably beautiful and deserted 
cottage away from their shared home in which to die. Sam is a concert pia- 
nist, and the film ends with his performance of Elgar's Samut D'Amour, as 
if the film has not already sufficiently firmly set its tone as one of elegy and 
grief. Indeed, the film's tone is dominated by memorialising and elegy; the 
pair are returning to places that have significance for them, the landscape of 
the lake district literally enabling reflection on the permanence of the view 
over the inexorable changes that are occurring in Tusker. 

Tusker's plan to end his life is a demonstration of his relentless com- 
mitment to a defence of his autonomy but it is also presented as a sign of 
his love and commitment to his partner, and what the caring role would 
mean for him. Sam's resistance to the suicide takes the form of both an 
acknowledgement of his own fear for the future and a refusal to enter into 
the debate: “we're going to pretend this never happened’, he insists, and ‘we 
are not having this conversation”, and whilst he claims he will care until the 
end, the outcome of their argument is never really in any doubt. The film 
increasingly frames Tusker as an isolated figure, pictured at one point alone 
in the very background of the frame, when he has ‘wandered’ down a lane 
panicking Sam. Despite being both materially comfortable and in a loving 
and supportive relationship, Tusker offers an eloquent defence of his right to 
die at the time of his choosing, whilst he is still able to recognise himself and 
his partner. Prognosis time here is time marked by dread, knowing the inev- 
itability of the progress of the condition and that as Tusker puts it: ‘there will 
be a time when Pl] forget who is doing the forgetting’. Tusker is preoccupied 
by the imminent loss of what he considers to be his self; he declares both that 
the self is already fading, that he ‘just looks like him’, and that he is deter- 
mined to ‘be remembered for who I was not for who I’m about to become”. 
Ending his life before this fate literally worse than death occurs is, he says, 
‘the only thing I can control’. 

The film then conforms to Anne Basting’s ‘tightly told tragedy’ (2009), 
which she identified as typical of the ways that narrative feature films often 
story the condition. Such stories, it has been suggested, do nothing to chal- 
lenge the stigma and fear surrounding the condition. Indeed, one might go 
further and suggest that the eloquence with which Tusker argues for his 
own annihilation, the beautiful backdrop against which he chooses to die, 
and the love and compassion with which he is surrounded render any other 
possible outcome unthinkable and intolerable, or, as Butler puts it, fore- 
closed. It is particularly significant that the scenes which end the film take 
place away from the couple’s real home, their domestic space. The fantasy 
that is enacted here is one in which a retreat from the domestic space of 
relationality and care is represented as not only possible but commendable; 
Tusker literally finds a place to die that will obfuscate the need for care. In 
having Tusker articulate his desire to die, the film establishes the lucidity of 
the subject who is able to apprehend their own ‘social death’. The implica- 
tions of this are clear: this is a person whose ability to clearly see his own 
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diminishment through progressive incapacity and to grieve for themselves 
makes sense of the decision to end his own life before what remains of his 
autonomy is lost forever. It is all the more moving because itis delivered with 
a certain knowing archness — the formulae of grieving for the living gener- 
ally stress the pain and loss for the person ‘left behind”, usually in cinema the 
partner or child. In this film, however the expectation that the central focus 
of the narrative will be that of the person who has not been diagnosed with 
dementia is interrupted — and the narrative stays with the couple who are 
both ‘grieving for the living’. This scene and the film more generally are both 
moving and troubling. In all the films I look at here, considerable screen 
time, attention and care are taken to register, even honour, however imper- 
fectly, the experience of dementia of the person who has it as well as those 
that love them, but whether this attempt actually shifts the representations 
to a more critical analysis of the ways that dementia narratives operate to 
instil dread, horror and fear of the condition remains highly questionable. 

Further, the living or social death that is understood here as particular 
to those with dementia has been challenged by Michael Banner (2013) who 
argues that assisted dying or euthanasia arguments are constructed as if the 
social has no material effect on the questions raised by ‘late modern dying’. 
Specifically, the horror of social death imagined as specific to dementia 
in general and Alzheimer's in particular, Banner argues, is actually on a 
spectrum with ‘long dying’, which is much more typical for many, even 
most — with or without dementia — also include elements of such a social 
death. Extended and extensive isolation is common for the majority of the 
population who do not have economic and social capital.? Banner suggests 
that, given the links between social conditions and the losses of selfhood 
that accompany the end of life in a range of circumstances, it is crucial to 
track the specific aspects of selfhood and subjectivity that are at risk for 
those who are dying with Alzheimer’s. This in turn would enable a better 
understanding of how practices of care and sociality might compound or 
ameliorate the experience. Careful study of people’s lived experience, such 
as that enabled by ethnographic methods in social anthropology, he sug- 
gests, is needed in order to gain insights which would enable ethical prac- 
tices. He calls attention in this discussion to the question of the ‘horror’ of 
dementia and the loss of care practices for the dying, which have accompa- 
nied increased longevity in the population at large. 

In Supernova, though it seems too obvious to even note, the equation 
of the loss of cognition and memory equating to the total loss of selfhood 
that Tusker, ironically, manages so effectively to communicate has been 
challenged by those working with people with dementia. For example, Pia 
Kontos (2004) has advocated for an ‘alternative vision’ to the ‘assumed loss 
of selfhood in the current construction of Alzheimer’s disease’ through a 
reconceptualisation of selfhood as ‘embodied and reproduced through 
our practical and corporeal actions’ (p. 846). The possibility of something 
meaningful continuing to exist between Tusker and Sam, perhaps through 
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practices of care, and the possibility of, however altered, forms of subjectiv- 
ity and selfhood surviving cognitive decline and increased incapacity and 
debility remain outside the film's field of intelligibility, outside the frame. 
The point here is not to claim that Tusker's insistence on exercising his 
agency and “choice” whilst he still can is ethically wrong or incomprehen- 
sible; it is demonstrably rational within the framing offered. Rather it is to 
think about how this figuration of dementia sits alongside a pattern of rep- 
resentation within which on/y this course of action makes any sense. 


“There's something doesn’t make sense about this’: The 
domestic uncanny” in The Father 


If Supernova literally cannot imagine a future which would involve the 
actual practice of care for its central loving couple and instead provides 
the protagonist with a beautiful place and an appropriate time to die, The 
Father is far more interested in the practices and practicalities of caring 
and living with dementia. The tone of Supernova is elegiac and mournful, 
and it encourages the viewer to take solace from the sadness of its story 
in its expressions of love and tenderness and in its evocation of beautiful 
landscapes and classical music. However, the tone of The Father is quite dif- 
ferent. Predominantly marked by the ‘ugly feelings’ (Ngai, 2009) of anxiety 
and dislocation, The Father, as many reviewers noted, subjects the viewer to 
an unrelentingly confusing and disorienting worldview, where the spectator 
repeatedly shares with the protagonist, Anthony, what appear to be certain- 
ties as to where and when we are, only to have these certainties whipped 
away in vertiginous betrayals of the norms of narration and cinematic time, 
space and conventional editing. 

The opening of the film can serve as an example of how the film repeat- 
edly sets up the viewer’s alignment with the perspective of Anthony, and 
all that this restricted narration will induce, but without signalling this, 
leaving the viewer unsure and unsettled. The opening credits and opening 
scene are of a woman striding down a street of mansion blocks (situating 
the milieu of the film as that of well-heeled, wealthy London). Over these 
images is a soundtrack of classical music with insistent, staccato strings, 
which builds to an operatic aria that seems to be building to some kind of 
dramatic climax. We cut to the interior, the hall of a mansion flat with a 
large front door centre frame through which the woman enters calling “Dad, 
it’s me’, the operatic score keeps building, the woman enters a room where 
she says, somewhat exasperatedly, ‘there you are’. The man who has been 
sitting with headphones takes them off and the audience realise that the 
anxiety inducing soundtrack is not signalling the imminent dramatic expose 
of, perhaps, a dead body (it’s not that film, though the Morse-like invocation 
of opera might be preparing viewers for something of the sort), rather the 
music is being played by the man himself through his headphones, ‘what 
are you doing here?’ He asks. In the ensuing scene they argue about how 
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he's behaved towards a carer and whether the carer has stolen his watch. 
The awareness that we have been experiencing Anthony's sensations via the 
music foreshadows how the film will continue throughout to disorientate 
the viewer. This is achieved primarily by changes in the décor of the flat; 
1t takes some time to understand that what seem to be the usual flashback 
structures of cinematic representations of time passing and actual memory 
are not this at all but are instead instances of Anthony’s experiences of real- 
ity where ‘doubles’ of his family are found, ‘new’ characters appear, a son 
in law, a carer, who patiently or impatiently try to correct his understand- 
ing or behaviour. Doors, windows, fireplaces and corridors unexpectedly 
alter, whilst remaining uncannily familiar. Indeed, Freud’s rendering of the 
‘uncanny’ as, famously in German, the ‘unhomely’ or unheimlich is highly 
resonant here, because for Freud, ultimately, it is the proximity, the ‘like- 
ness’ to what is familiar whilst remaining strange that induces the sensation 
of the uncanny. Anthony’s experiences and by extension the viewer’s are 
resonant of Freud’s descriptions, as in the characters appearing as ‘doubles’. 
At the beginning of his essay Freud seems to dismiss the idea that “intellec- 
tual uncertainty’ is necessarily constitutive of the uncanny, though he later 
admits not only that it may be but also that it is in contemplating another’s 
altered state that may induce sensations of the uncanny (which has implica- 
tions of the affective force of representations of dementia which, as so many 
reviewers note, ‘haunt’). He is interested, too, in the way the uncanny is 
related to ‘something repressed that recurs’ and in the negotiation of spaces 
which are both familiar and strange: 


An involuntary return to the same situation, but which differ radically 
from it in other respects, also result in the same feeling of helplessness 
and of something uncanny ...Or when one wanders about in a dark, 
strange room, looking for a door or the electric switch, and collides for 
the hundredth time with the same piece of furniture. 

(Freud, 1919, p. 237) 


In The Father's interiors, we are repeatedly ‘involuntarily returned’ to the 
same situation with radical differences: kitchen cabinets are replaced seem- 
ingly randomly, a beloved picture is above a fireplace until it isn’t, tables 
and layouts shift, and finally doors open onto entirely new spaces. From 
the hall we have become familiar with, we are taken through a door which 
opens onto a hospital ward where Anthony’s ‘other’ daughter is hooked up 
to machines, and Anthony momentarily has to re-reckon with the grief of 
her death. Finally, the space ‘resolves’ one last time into that of another kind 
of ‘home’. The film ends with Anthony in a care home, left overwhelmed by 
confusion and grief, not only for his daughter but also for himself: ‘what 
about me, who exactly am I?’ he asks and the audiences ‘confusions’ are 
resolved, with the devastating insight that he is entirely at the mercy of the 
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figures of nurses who, it is intimated have, or may at any time, subject him 
to abuse. 

In this reading of The Father, I’ve tried to account for the disorientating 
‘uncanny’ experience of watching the film through an interpretation which 
mirrors the film’s devices for offering a perspective on dementia which 
attempts to imaginatively reproduce experiences of the condition. In his 
review of the film Peter Bradshaw rightly notes that ‘the universe is gaslight- 
ing Anthony with these people’ and that in so doing it produces “genuine 
fear’ akin to watching a traditional horror film. The review in the New York 
Times also likens the experience as ‘shockingly close to horror’. As so many 
have noted, when fear is the dominant affect associated with dementia, the 
social and cultural implications are concerning (Low and Purwaningrum, 
2020) but does this film’s stress on Anthony’s complex ongoing humanity 
and vulnerability, briefly experienced, in however mediated a form, by the 
audience, complicate the negativity of the representation? How distinct is 
this from Supernova’s framing of dementia as the unliveable life? 


Body horrors: Care, relationality and ethical 
responsiveness in Relic 


If The Father was read as ‘shockingly close’ to horror, Relic, the final film 
under consideration here, is a genuine horror film, complete with traditional 
horror tropes such as spooky woods with intimations of flyblown corpses, 
supernatural manifestations in a house that seems determined to entrap its 
inhabitants within its shifting walls and a black mould-like growth which 
appears to infect not only the house but also the three generations of women 
who are struggling to exist within it, and, intermittently, to escape from it. 
The eldest of the three women, Edna, the grandmother figure, has dementia, 
and the film starts with her daughter Kay and granddaughter Sam returning 
to the family home because she has gone missing. During the course of the 
film the horrors of the house and what is happening to the grandmother 
are gradually revealed, as the younger women attempt to care for her and 
to persuade her to leave. The film ends with the house and its ambiguous 
mould-like substance ‘winning’, keeping the three women within its walls, 
with ambiguous effects. 

David Thomson has noted that Relic was one amongst a rash of demen- 
tia-themed horror films in the last few years, and he questions their cultural 
function, ‘maybe the genre metaphor is a way of not going deeper in human 
examination that’s where my worry surfaces — that horror can be a strategy 
for diverting proper fear’ (Thomson, 2020, p. 40). This ‘proper fear’ refers 
to the failures of taking responsibility for upholding ‘decency’ to others in 
our ‘refusal to face reality’ (p. 41), not least in the politics of immigration in 
the US that Thomson goes on to discuss. The implication is also, however, 
that the genre uses horror tropes to distract the viewer from dementia and 
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death. Fear is invoked but only as a distraction. This perspective contrasts 
with many of the critical accounts of dementia narratives where the concern 
1s that eliciting fear in relation to dementia produces epistemic injustices 
to people with the condition and stigmatises them and their carers. None- 
theless, Thomson's comments do alert us to think further about what these 
screen horrors are screening from view and what, conversely, a reparative 
(Sedgwick, 2002) reading of Relic might offer. 

Eve Sedgwick uses the term ‘reparative reading’ to counter the tendency, 
or even orthodoxy, in critical thinking to indulge in “paranoid” responses 
to culture. Paranoid readings are predicated on revealing supposedly hid- 
den truths of harms, as if exposure and suspicion are enough to counter a 
political reality where such aggression is often far from hidden. Reparative 
readings and impulses stem from a desire that is ‘additive and accretive...it 
wants to confer plenitude on an object that will then have resources to offer’ 
(Sedgwick, 2002, p. 149). For marginalised groups, this is particularly cru- 
cial, in order that they may be able to ‘extract sustenance from the objects of 
culture — even of a culture whose avowed desire has often been not to sustain 
them’ (pp. 150-151). Offering a ‘reparative’ reading of the films that depict 
dementia therefore includes the recognition that the lives of people with 
the condition are not ‘sustained’ by existing social formations and cultural 
production but hopes that critical engagement can also entail elements of 
reparation.* Such an orientation also follows Lisa Folkmarson Kăll's lead. 
Káll suggests that the act of ‘productive reading’ of films is ‘not only possi- 
ble but also of significant importance for rethinking conceptualizations of 
Alzheimer’s disease and other conditions of dementia as leading to a loss of 
selfhood and identity’ (2015, p. 269). She reminds us that 


cultural representations are not in any way simply given for a neutral 
spectator. Instead, they are continuously reproduced through per- 
ception, interpretation and analysis. Not only how characters with 
Alzheimer’s disease are depicted but also how these characters are per- 
ceived and interpreted will matter for the ways in which stereotypical 
views of persons with Alzheimer’s disease are reinforced, challenged, 
and transformed. 

(pp. 269-270) 


Káll's discussion of two films about dementia, Away from Her and En Sång 
Fór Martin, is concerned with bringing “to light how a constitutive inter- 
corporeal connection between embodied subjects forms individual expres- 
sions and ways of being in the world’. A graphic and frightening horror film 
might not seem likely ground for a similar expression of ‘constitutive inter- 
corporeal connection’ but I want to suggest that Relic's concerns with the 
relations between carers and cared for, and generations closely related to 
embodied and radically altering subjects does, like the films Káll considers, 
‘offer encounters with existential and ethical dilemmas that do not afford 
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easy solutions but instead demonstrate the continuously unfinished task of 
reflection, questioning and re-evaluation’ (Káll, 2015, p. 270). 

Unlike the realist dramas Supernova and The Father, and indeed the films 
Káll analyses, in Relic the fear is the point. The horror genre confronts 
dread and makes it explicit, enabling in this case, I suggest, an opportunity 
for reflection on questions of care, relationality and ethical responsiveness. 
In Relic the house, which behaves as a living, if decaying, breathing thing, is 
a domestic space encompassing memories not only of a family’s growth but 
also of its traumatic relationship to past failings of care, generational haunt- 
ings of neglect. The house includes a stained-glass window, preserved from 
another property, in the vicinity, in which, it would seem, a relative was left 
to die alone and uncared for. More recently, Edna, or perhaps the house, 
appears to have been responsible for the entrapment of another vulnerable 
subject, Jamie, a neighbour who has Down’s syndrome (a helpful reminder 
that other groups are subject to the stigmatisations and aggressive projec- 
tions of others due to their cognitive differences%). Some form of retribution 
for this failing seems to be enacted here when the house and the growths of 
black hair like ‘mould’ spread through walls and into Edna and, eventually, 
her daughter and granddaughter. 

One reading of the film might note the ‘monsterisation’ of the grand- 
mother, whose dementia is represented as ‘contagious’, thus reproducing 
precisely those harmful and stigmatising tropes so often reproduced in 
representations. However, another reading is possible. Perhaps more tell- 
ing than the Alice in Wonderland-like shrinking of walls which entrap the 
younger generation ‘with’ the grandmother (which might be conventionally 
read as a crude and cruel ‘allegory’ of what it means to care for someone) is 
the final scene of the film where, despite the terrifying horrors they have lived 
through in the house, the younger women choose to stay and care for what 
is left of their mother/grandmother. In this final scene, layers of encrusted 
gore are carefully and lovingly removed by Kay from her mother’s body, and 
she is gradually revealed as an entirely altered being, almost a new-born, 
clean and ‘new’ a child-like or perhaps alien-like being, ‘unrecognisable’ 
perhaps but still responded and related to, ‘I can’t leave her’ insists Kay, 
and her daughter also cannot leave her own mother. The soundscape here 
is of an eerie wheezing, almost but not a death rattle. Kay and her daughter 
lay down with ‘relic’, three generations of women repudiating the legacy of 
abandonment and neglect. 


Conclusion: New directions or more of the same? 


Critical analysis of film reveals the cultural meanings which accrue to the 
various conditions that make up the term ‘dementia’. Tracking even subtle 
shifts in the ways that the condition is imagined is an important part of 
a wider critical project to interrogate understandings of the term, and the 
ways that it can operate in stigmatising, and ultimately dehumanising, ways. 
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Countering these tendencies requires a critical approach which is attentive 
to the work that representation does in ‘framing’ dementia and the human 
subjects connected to it. The three films I have analysed here do signal a 
shift towards a perspective that puts the person with the condition rather 
than their partner or family at the centre. They highlight the specific form 
of vulnerability that the condition produces, and they stress the need to 
find accommodations with a common circumstance of life. However, they 
also reproduce longstanding tropes that equate the loss of memory with a 
catastrophic loss of selfhood and autonomy. Films about people who have 
dementia matter because they participate in, reproduce and challenge pub- 
lic understandings and feelings about the condition and its effects on those 
who live with it. 

The three films here offer a variety of perspectives on the condition 
and the ethical questions its representation raises in terms of recognition, 
responsibility and understandings of subjectivity. In Supernova, the mel- 
ancholic attachment to the sovereign self, autonomous and relentlessly 
rational, envisages relationality as circumscribed to literal self-sacrifice and 
provides a fantasy of the good death which literally cannot include or envis- 
age the ravages of the condition. Whilst within the framing of the film this 
is, of course, entirely intelligible, like Michael Haneke’s Amour its equation 
of love with death raises difficult questions over the recognition of life in 
‘prognosis time’. Tusker’s articulate defence of his right to control the timing 
of his death and the loss of the self he is grieving is hard to resist. Not least 
because Sam has no vocabulary with which to counter this claim to auton- 
omy, given his own fears that he won’t be able to cope with the care required 
and that indeed his own selfhood is at risk. In the logic of their understand- 
ings of their subjectivity there does indeed seem no viable option to rec- 
ognise a value in continuing a life beyond memory, no concept of living 
and staying in the present is available to either character. Most disturbingly 
the film offers the compensatory fairy tale sop of conceptualising death as 
offering eternal life as stardust (hence the title of the film). 

The Father, by contrast, refuses any such compensatory schema and 
instead, for much of the film, “gaslights” the viewer into experiences which 
are designed to put the spectator into Anthony’s psychological state, to 
experience with him the dislocations and traumas of living with demen- 
tia. Whilst this film conforms to many of the most fear-inducing capacities 
of representations of people with dementia, the film's insistence on main- 
taining its focus on Anthony, rather than his daughter, and the emphasis 
that is placed on his perspective and vulnerability opens up space to think 
through the specific forms of vulnerability and violence that some people 
with dementia are subject to — not least because of the dehumanising tropes 
with which the condition is so often associated. 

Finally, Relic uses the most evidently grotesque and disgusting imagery 
to, ironically, tell a tale of redemption, care and shared vulnerability. 
One way to consider these films might be to consider how someone newly 
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diagnosed with dementia or someone caring for someone newly diagnosed 
might respond. In what ways do these representations lift the heavy weight 
of negative cultural representations [which] clouds the collective vision of 
the person living with dementia’? (Shakespeare et al., 2019). Whilst I have 
endeavoured here to offer reparative or positive readings of these films, 
these questions remain both pertinent and fraught. 


Notes 


1 Pm using the term ‘mainstream’ quite loosely here to describe films which are 
both commercially oriented and widely screened in cinemas and across major 
streaming platforms and reviewed in both broadsheet newspapers and specialist 
film journals and which don’t announce themselves as ‘oppositional’ or ‘activist’ 
cinema. 

2 It is important to note that these reflections, particularly in Precarious Life and 
Frames of War, come out of the context of the US’s post-9/11 wars. Butler’s con- 
cern is with the ways in which the US’s targets and detained subjects are, through 
the suspension of their status as legal subjects, conceptualised as outside of the 
norms of the human. As such the work is concerned with the operations of state 
power in the management of otherised peoples and populations. The racialised 
and cultural contours of these arguments are key and I am cognizant of the 
dangers of suggesting that representations of the privileged white subjects who 
dominate the films I am concerned with here are directly comparable to the vic- 
tims of the US in Abu Ghraib or Guantanamo Bay. 

3 This economic reality is provocative when considering how many of the films 
about dementia in the US and the UK feature highly educated, middle-class well 
off protagonists. Sam and Tusker in Supernova and Anthony in The Father are 
typical in this regard. 

4 I’m indebted to Amber Jacobs for this term which she used when curating a 
series of film screenings which had the domestic uncanny as a highly generative 
theme. 

5 See also Heather Love (2010). 

6 See Shakespeare et al. (2019) for a discussion of the links between struggles 
for rights for people with learning disabilities and those with dementia. For an 
exploration of the necessary re-evaluation of ‘slow life’ in relation to people with 
learning disabilities see Hickey-Moody (2015). 
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10 Precarity and dementia 
Amanda Grenier and Chris Phillipson 


Introduction 


Ideas and assumptions about cognitive impairment, combined with 
approaches to ageing organised around productivity, success, and activ- 
ity, have contributed to views of dementia as an unsuccessful, “failed”, or 
‘frailed’ old age. Dominant frameworks on ageing and late life often con- 
figure frailty and dementia as the opposite of a healthy” or “active” late life, 
and at the socio-cultural level, frailty and dementia signal a fall into the 
‘fourth age’, typically associated with decline and dependency (see Baltes 
and Smith, 2003; Gilleard and Higgs, 2015; Grenier, 2012; Laslett, 1991). 
Public discourses on dementia often convey disease-led definitions accom- 
panied by notions of fear and the end of life. Dementia has been represented 
as a dreaded disease and ‘horrific’ end to life (Gilleard and Higgs, 2010), 
a ‘social death’ (Mulkay and Ernst, 1991), and ‘ageing without agency’ 
(Gilleard and Higgs, 2015). Consider the 2013 statement ‘Dementia steals 
lives’ (UK Department of Health, 2013) and the proposed response of find- 
ing ‘a cure or disease modifying therapy by 2025’ (see World Dementia 
Council). As noted by George (2010: 586), this everyday language shapes 
social perceptions, aligning dementia with enmity and fear, and leads to 
dementia being seen “as something external to us’. 

Ideas about dementia as ‘failure’ and ‘deterioration’ seep into health 
and social care practices and everyday encounters, with organisations and 
institutions arranged in ways which reflect and further enact these reali- 
ties both through treatment and spatial formations. Institutional practices 
mark the boundaries of health and illness, with frailty and dementia con- 
figured as locations of risk, and targets for particular types of treatments. 
For example, the provision of care for people with dementia reveals an intri- 
cate relationship between care, the economy, and private interests (e.g. the 
pharmaceutical industry and nursing home sector) (Estes, 1979; Polivka 
and Luo, 2019); evidence and enactments of biomedical interpretations of 
ageing (Estes and Binney, 1989); and moments where dementia may collide 
with a loss of rights and citizen entitlements (Phillipson, 2015). They also 
result in spatial dimensions where people with frailty tend to live at home 
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(often alone), and people with dementia live with members of their family 
or in long-term care (Portacolone, 2013). Further, within long-term care, 
responses to frailty or dementia take place on different wards, floors, or sec- 
tions of the facility. Whether taken for granted, or ‘imagined’, ideas about 
frailty and dementia as decline, and the segregation to particular places, 
re-enforce stigma, and the marginalisation/exclusion of people living with 
the diagnosis. Dementia and living in long-term care present us with the 
need to examine responses to dementia and vulnerability, how these con- 
figure older people with dementia as devalued subjects, and the subsequent 
failures of state that arise with regard to care in times of crisis. 

This chapter considers dementia through the lens of precarity, examining 
the structured and lived experiences of people with dementia living in long- 
term care. In earlier work, we have suggested that older people living with 
dementia experience exclusion and precarity, and that agency in dementia 
may be differently expressed and/or recognised (Grenier and Phillipson, 2013; 
Grenier et al., 2017). This chapter extends this analysis, drawing on ideas about 
precarity to think through exclusion, biomedicalisation, and the failure to 
adequately respond to the needs of older people with dementia, with particu- 
lar reference to older people living in residential care and/or nursing homes. 
We begin by outlining what we mean by precarity and situating precarious 
ageing as a new phase in the social construction of later life. We then explore 
how the intersecting features of the biomedicalisation of ageing, financialised 
care structures, and the construction of people with dementia in need of care 
as devalued subjects contributed to experiences of abandonment and suffer- 
ing. The discussion gives particular attention to the impact of COVID-19, the 
results of which have powerfully illustrated the devaluation of people living in 
care homes in general, and those with dementia in particular. 


Precarious ageing as a new configuration of late life 


Our interpretation of precarity and dementia is rooted in critical geron- 
tology which draws attention to power dynamics, and the relationship 
between social structures and experiences, particularly as enacted through 
institutional and organisational practices (Dannefer, 2021). The concept of 
precarity highlights insecurities, unwanted risks, and costly hazards of con- 
temporary life that result from global change, declining social protection, 
and new forms of discrimination (Gallie et al., 2003; Grenier et al., 2017; 
Schram, 2015). Historically, the concept of precarity has been applied to 
labour force conditions and working age adults. A central tenet is that neo- 
liberal capitalism has created a precariat class characterised by a lack of job 
security, including intermittent or underemployment (Standing, 2011, 2021). 
As emphasised by Grenier et al. (2017: 12): 


Precarity draws attention to the implications of neo-liberal practices 
that have altered late life through the combined impact of ...short-term 
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contracts, falling trade union membership, and declining forms of 
social protection that include a reliance on family/kin or market care, 
and private market pensions. 


More generally, the concept of precarity has been used to understand how 
shifting social and political contexts create insecure and challenging con- 
ditions and circumstances for many older people (see Grenier et al., 2020). 
These include those brought about by anxieties related to changes in func- 
tion or cognition, and/or the need for care (Grenier et al., 2017). 

Although insecurity and inequality have long been embedded in the lives 
of older people, the idea of precarity suggests a distinctive shift in mecha- 
nisms of institutional support with regard to care. In the case of the Global 
North, three types of changes may be observed with regard to formal care 
systems to assist people through the life course. The first, developed over 
the decades from the 1950s to the 1980s, was characterised by the consol- 
idation of a welfare state marked by (age-based) features such as manda- 
tory retirement, state pensions, and occupational benefits of various kinds 
(Phillipson, 2013). This initial phase, while offering universal supports and 
measures to lift older people out of poverty, was criticised for constructing 
older people as a dependent group, and characterised by paternalistic struc- 
tures and relationships, and rigid age-based and normative interpretations 
of the life course (Estes, 1979; Townsend, 1979). 

The second phase, characteristic of the period from 1990 to 2020, was 
dominated by a focus on so-called ‘active ageing’, with measures to extend 
working life and promote what was termed a ‘successful’ and ‘healthy’ later 
life (Calasanti and King, 2021; Timonen, 2016). Such frameworks challenged 
age-based and decline-centred models, but in a way that gave primacy to 
healthy and youth-driven versions of ageing. In this response, divisions 
emerged between older people deemed to be in the third age and thus rep- 
resenting success, and groups of older people relegated to the fourth age 
as a result of impairment and/or disability, and thus denied access to the 
attributes of active, healthy, and successful ageing. Ageing became dichoto- 
mised into self-reliance and individual strength, or the failure thereof, as 
marked by dependence, deterioration, and a need for care. This polarisation 
between healthy ageing and frailty reverberated into the dividing practices 
of service eligibility whereby older people were depicted and classified as 
either independent and self-reliant or vulnerable targets of service (Grenier, 
2007). In doing so, the production and reproduction of unequal ageing 
through service systems and structures was overlooked. 

The argument developed here is that a third phase of ageing is now 
underway, with the period of ‘active ageing’ replaced by one more accu- 
rately defined as ‘precarious ageing’, reflected in the weakening of institu- 
tional supports provided through the labour market and the welfare state, 
and reinforced by the impact of COVID-19 (Christakis, 2020; Tooze, 2021) 
and emergencies created by uncontrolled fires and flooding associated 
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with climate change (Vince, 2022). This new phase is unique with regard to 
thinking about ageing because it suggests not only how changes occurring 
through the life course influence later life to shape ageing in particular ways, 
but also how what appears as individual or social relationships result from 
political choices, financialised priorities, and the constructions of valued/ 
devalued subjects. This period of precarious ageing reveals the impacts of 
social change, and how inequality accumulates in later life, thereby affect- 
ing certain groups of people more than others. Our argument is that older 
people with dementia, especially those who live in long-term care, are one 
such group who are particularly affected by this new phase of precarious 
ageing. For people living with dementia, precarious ageing can be seen to 
take place at the intersection of biomedical definitions of disease and need 
(and being in need), the structure of care systems, and being cast as a deval- 
ued subject. In the next section, we explore each of these forces as contrib- 
uting to precarious ageing. 


Biomedicalisation of ageing 


COVID-19 has prompted us to reconsider the biomedicalisation of ageing 
as a means to further understand various forms and iterations of precar- 
ity, and to explain the pandemic responses to people living in care homes, 
the majority of whom are likely to have some form of dementia. Estes and 
Binney, in an influential essay, outlined how the ““biomedicalisation of age- 
ing” socially constructs old age as a process of decremental physical decline 
and places ageing under the domain and control of biomedicine’ (1989: 587). 
Our argument is that the emergency conditions of the pandemic served to 
increase the power of biomedicine and its influence over the lives of older 
people. The experiences of older people who require access to health and 
care were already heavily medicalised through assessments of function and/ 
or cognition, and in particular, the categorisations and spatial configura- 
tions of frailty and dementia. It is thus not surprising that a group that was 
already dominated by disease-based models and health practices of func- 
tional and cognitive assessment has found these reinforced as a result of the 
conditions imposed by COVID-19. 

COVID-19 has intensified the biomedical reach over the lives of older 
people with functional and cognitive impairments, and particularly those 
living in long-term care, where there have been multiple violations of human 
rights (for evidence in the UK see Amnesty International, 2020; Calvert and 
Arbuthnot, 2021). Drawing on Estes and Binney, COVID-19 revealed the 
two inter-twined aspects of biomedicalisation: 


(1) the social construction of ageing as a medical problem (thinking of 
ageing in terms of a medical problem) and (2) the praxis (or practices) 
of ageing as a medical problem (behaviors and policies growing out of 
thinking of ageing as a medical problem). 

(1989: 587) 
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Decisions about responses to COVID-19 and policy became a contested ter- 
rain between government, medicine, and public health, with the role of soci- 
ological analysis often marginalised. Yet, within these debates, medical and 
health responses have given authority to the exclusion of other perspectives 
and been enacted with little attention to the social implications that such 
measures of isolation and restricted social contact would entail (see also 
Chapters 11 and 12 for further discussion of these conditions). 

The situation of older people in residential care homes is illustrative of the 
failure to address the social dimensions of the pandemic. This has happened 
across a number of institutional settings, including our respective locations 
of Canada and the UK. In the UK, this has to be seen in the context of 
39,017 people living in residential and nursing homes in England whose 
deaths certificates involved COVID-19 (for the period from April 10, 2020 to 
March 31, 2021). Along with this catastrophic toll came the mental anguish 
of people locked away from family and friends during the period of lock- 
down, with the majority of homes imposing severe restrictions on the move- 
ment of residents within homes (Alzheimer’s Society, 2020). 

In Toronto, Canada, the location purported to have one of the longest 
early periods of global lockdown, older people experienced up to 66 consec- 
utive days of isolation in one stretch (many being confined to their rooms), 
with practices only shifting to mirror broader community approaches to 
isolating close contacts late in the pandemic! (Seniors Services and Long 
Term Care, 2020). Such practices of power exercised by public health and 
medical professionals illustrate precisely the sets of social relations noted in 
Estes and Binney’s (1989: 587) work on biomedicalisation, where the power 
of medicine combined with other features relating to industry and the econ- 
omy. What the pandemic brought to the surface was how thinking about 
issues such as COVID-19 exclusively as medical problem ignores the cultural, 
economic, and social processes which underpin both the distribution of 
illnesses and deaths and the conditions under which daily life is experienced 
(see, further, Marya and Patel, 2021). 

The impact of biomedicalisation during the pandemic has been to reveal 
the way in which older people were simultaneously ‘protected’ (quaran- 
tined at home and in care homes) and ‘abandoned’ (in some cases with the 
complete withdrawal of staff in countries such as Italy and Spain).!? This 
was especially so in relation to residential and nursing home care, where 
in the case of the UK, untested hospital patients were discharged into care 
homes with inadequate supplies of personal protection equipment (PPE), 
and agency staff working across multiple homes, thereby increasing the 
chance of infection, and a lack of oversight from government and statu- 
tory agencies (Amnesty International, 2020; Calvert and Arbuthnot, 2021). 
Similar responses took place in Canada, where the military was called in 
to assess conditions in long-term care, producing a damning report which 
documented ‘Patients observed crying for help with staff not responding for 
(30 min to over 2 hours)’, ‘Inadequate nutrition due to significant staffing 
issues, most residents were reported to not having received 3 meals per 
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day and there was a significant delay in meals”, and whereby “at the time of 
arrival many of the residents had been bed bound for several weeks; No evi- 
dence of residents being moved to wheelchair for part of day, repositioned 
in bed, or washed properly” (Mialkowski, 2020). 


Precarity: Structures of need and care 


One of the foundations of our argument and interest in precarity and ageing 
is that the need for care is the crucial pivot for definitions and responses 
to older people. Transitions into care invariably have transforming effects, 
whether in respect of self-image, status, and/or identity. However, rather 
than being grounded in discussions of care, such transitions often become 
overshadowed by a focus on age itself. From this perspective, welfare state 
responses can be seen to be triggered by attention to age, but further artic- 
ulated through notions of protection and dependence, as well as ideas 
about shared risks and the social contract. As responses to ageing moved 
to approaches centred around “activity” and “success”, the emphasis shifted 
towards the importance of self-reliance, and a retreat from models of pro- 
tection, as illustrated by ideas such as “living well with dementia’ and an 
emphasis on self-management and peer support. This corresponds with 
both the cultural imperative of independence and the neoliberal empha- 
sis and retrenchment of the welfare state. Indeed, the valorisation of the 
third age resulted in a denial of seeing or witnessing the needs of those in 
the so-called fourth age. Older people and their families were expected to 
take responsibility for care, and care provision increasingly moved into the 
market through managed care and for-profit care homes (see Fine, 2020; 
Polivka and Luo, 2019; Simmonds, 2021). Older people with care needs were 
relegated to the fourth age, both socially and culturally, and through care 
practices which divided and relegated the classifications of need and the 
spaces within which older people in need would receive care. 

What we see in the latest phase through which ageing is managed is a 
deeper entrenchment of the medical and spatial configurations of needing 
care in late life combined with the political economy of marketised care 
across various national contexts of the West, and even in Nordic countries 
that are often assumed to have the best models of welfare state public pro- 
visions of care (Meagher and Szebehely, 2013). Our suggestion is precarious 
ageing can be seen to elongate the risks and negative social constructions 
that have come to be associated with the fourth age, albeit in a slightly 
different way. Two iterations seem to be happening in this regard. First is 
that this fourth age is not only representative of a social or cultural con- 
struct (Gilleard and Higgs, 2015) but also illustrative of a set of practices 
that abandon and neglect older people with care needs, most of whom have 
dementia or are deemed to be frail. Second, and related, is how these sets of 
practices are inter-twined with the political economy of care (see Armstrong 
and Armstrong, 1996). For example, high costs of market system care create 
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divisions between those who can afford private care and those who cannot, 
thereby reconfiguring ‘deservedness’ into an individual and familial respon- 
sibility for risk. In such models, care for older people plays out slightly dif- 
ferently within public and private care system models. 

The relationship between need and care became acutely visible in responses 
to COVID-19. Biomedicalisation, along with the emphasis on independ- 
ence and the evolution of care as a market-based issue, drastically dimin- 
ished the quality of life of older people living with dementia in care homes. 
COVID-19 exposed what political economists of care and social gerontol- 
ogists have argued for some time, in particular the extent to which care is 
configured as a profitable industry, the financial instability of the public care 
home sector (its own precariousness reflecting that of its clientele), chronic 
shortages of staff, and the marginalisation of ‘social’ over ‘health’ care needs 
(Armstrong and Armstrong, 1996; Estes, 1979; Simmonds, 2021). COVID- 
19 rendered the fault lines of care glaringly and publicly visible through the 
pressures facing low-paid staff, shortages of protective equipment, and the 
lack of support from statutory providers (Calvert and Arbuthnot, 2021). 

The pandemic revealed the shift towards responses of care characterised 
by precarious forms of ageing. Precarity draws attention to the politics of 
care and creates the conceptual capacity to link understanding of the struc- 
tures which produce particular social relations, whether medical, institu- 
tional, or political, with the ontological experiences which accompany these 
locations. The challenges within existing care structures, and priorities of 
care, thus not only created greater exposure of older people to the risks of 
COVID-19, but did so in a way that reveals the intricate power relations 
between systems, structures, and devalued subjects who need care. Older 
people’s social needs and lived experiences became marginalised to inter- 
ventions carried out under the rhetoric of protection. And yet, the ways in 
which care was enacted in institutional contexts multiplied risks as a result 
of structures of care characterised by congregate spaces with shared bath- 
rooms, labour distribution patterns of part-time work that had emerged as 
part of managed care, and the reliance on family models. Indeed, features of 
private and market care were found to increase the risks of older people liv- 
ing in these settings. For example, in Canada, and in some of the large con- 
glomerates in the United States, care homes which subscribed to part-time 
labour contracts where workers moved across multiple sites and locations 
per day (primarily private homes) had higher levels of infection than facili- 
ties that employed full-time unionised workers (Wallace and Winsa, 2021). 

As Butler (2009: 25) poignantly notes, precarity is a ‘politically induced 
condition in which certain populations suffer from failing social and eco- 
nomic networks of support and become differentially exposed to injury, vio- 
lence, and death’. Our argument is that the current response to care that we 
characterise as precarious ageing extends and deepens the risks and negative 
impacts experienced by older people, because responses are not only about 
the structures (biomedical and otherwise) and economic configurations 
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of care, but also about how choices are bolstered and sustained by “politi- 
cally induced conditions” that are interconnected with whether or not one is 
viewed to have a life deemed to be ‘worth living’ and, as argued by Butler, 
‘worth preserving’ (Butler, 2009; see further Grenier et al., 2020). 


Precarity: Impact on and through devalued lives 


Care responses to, and provision for, older people cannot be separated from 
the social, cultural, political, and economic contexts within which they 
occur. Precarity and dementia viewed through a lens of precarity, and as 
part of a broader transition to responses of precarious ageing, offer a loca- 
tion to unpack how the symbolic and actual exclusion of older people with 
dementia is intricately linked with the intersection of biomedicalisation, 
financialised care markets, and ideas about devalued subjects (Simmonds, 
2021). Standing (2011, 2021) defines a ‘precarious life’ as characterised by 
a chronic state of uncertainty and instability. The consequences can lead 
to a ‘truncated status’ associated with a loss of basic rights (civil, political, 
economic, social, cultural) for some groups (e.g. certain medical conditions, 
migrants, the homeless). 

Throughout the pandemic, older people living in care homes (many 
of whom had dementia) experienced a restriction of movement, limited 
social interaction, and likely also possible confusion and social isolation 
(Mialkowski, 2020; Seniors Services and Longterm Care, 2020). It is here 
that the relationship between the structures and everyday life is profoundly 
revealing. In Butler’s (2006, 2009) work on precariousness, she develops the 
argument that we all experience ‘precariousness’ in our lives, that “inter- 
dependence’ is a feature of the human condition—that ‘[...] precariousness 
implies living socially, that is, the fact that one’s life is always in some sense 
in the hands of the other’ (Butler, 2009: 14). The lives of older people in care 
homes were without question entirely in the hands of others, but with mini- 
mal levels of social protection. 

As a result, there was an acceleration in the transition to precarious age- 
ing which had been underway before the pandemic. Older people in the time 
of COVID-19 came under the control of medical and health professionals 
as well as institutional spaces, and, in doing so, crystalised a new phase 
of precarious ageing in which social selves, needs, and relationships were 
neither recognised nor permitted. Responses of care were overlooked— 
reconfigured around neglect and abandonment that we describe as precar- 
ious ageing. In this sense, older people with dementia became yet another 
example of what Povinelli (2011) terms ‘economies of abandonment’, where 
the emphasis on liberal economies causes groups to suffer neglect and aban- 
donment, and systems permit devalued subjects to suffer and ‘let die’ (see 
Grenier, 2021). Where older people differ is that this suffering is also legiti- 
mated by dually powerful forces of biomedicine and the political economy. 
As such, our analysis as critical gerontologists should not only focus on the 
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social exclusion of people living with dementia but also on the transition to 
a more politically induced precarity that is characterised by suffering and 
abandonment. 


Discussion 


The example of people living with dementia in care homes reveals the move- 
ment to a new phase of precarious ageing with an intensification in the 
extent of unmet needs. To date, our attention to precarity and ageing has 
focused on more material examples, related to poverty and deprivation wit- 
nessed in urban centres, migration, or late life homelessness (see Grenier 
et al., 2020). The analysis of precarity, as 1t is experienced from within the 
location of dementia, provides a specific illustration that links more closely 
with two longstanding areas of biomedical critique within critical geron- 
tology, and the financial marketisation of care (Polivka and Luo, 2020). It 
exposes the extent to which the dominance of the biomedical discourse, 
combined with the privatisation of care systems, and devalued subjects in 
the case of the pandemic, obscured social needs for interaction, citizenship, 
and human rights. 

Responses to older people with dementia in the context of the pandemic 
reveal the existence and entrenchment of precarious ageing at the intersec- 
tions of biomedical dominance, private care markets, and a widening pol- 
itics of neglect. Early contributions to critical gerontology revealed how 
the biomedicalisation of ageing resulted in undue focus on the medical and 
functional needs of older people (Estes, 1979). Over time, we have witnessed 
how the biomedicalisation of ageing has come to dominate and shape care 
responses to older people, particularly through functional assessments of 
frailty and cognitive impairment (dementia), and altered responses to care. 
In each, the dividing practices of being frail (or not) or having dementia (or 
not) are used to assess impairment and allocate and ration services that 
are medical and rehabilitative. Practices thus prioritise care needs that are 
biomedical/functional in nature, leaving the social dimensions of ageing, 
care needs, and life course transitions outside of what is deemed ‘medically 
necessary, and thus an individual/familial responsibility. Further, when 
carried out in the context of a financialised care market, divisions emerge 
between those who can afford to make ‘choices’ about care and those who 
must receive their care within rationed public contexts, offering uneven 
opportunities to circumvent the systems most heavily weighted with stand- 
ardised medical practices and the stigma of needing care. 

Care needs within the context of financialised care markets and under- 
stood and responded to via biomedical practices also configure the spaces 
between home, family, and institution. Models of care organised around 
individual and family responsibility, and the shortage of services to support 
people living with dementia at home and in the community (Simmonds, 
2021), have resulted in public services being heavily rationed. As the bar for 
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eligibility for limited services continues to rise, the ranks of home care ser- 
vices and long-term care facilities are increasingly populated by people with 
high level needs that require heavy levels of nursing care, with the majority 
of older people living in care facilities having dementia and/or frailty. This 
relegates older people with frailty or dementia to particular spaces and, 
symbolically, to the status of “others”, with those who live in care facilities 
removed from the public view and often located in former forensic or med- 
ical institutions (Achenbaum, 1995; Katz, 1996). Once in long-term care, 
often by means of having few other options, or needing 24-hour support, 
this group is structured outside public view, social boundaries, and regular 
social interactions. Such configurations produce not only exclusion based 
on residence, but social relations and imaginaries that solidify precarious 
ageing. This includes, for example, the within institution social and spatial 
divisions between older people with frailty and dementia, who often occupy 
separate floors or sections of the facility according to their diagnosis. The 
power and politics of the spatial configurations based on biomedical assess- 
ments, devalued subjects, and care markets become crucial to understand- 
ing the response to older people living with dementia in care homes during 
COVID-19, and as we argue, responses to care that are reflective of precar- 
ious ageing. 

Critical gerontologists have drawn attention to the problematic socio- 
cultural interpretations of living with dementia as a ‘lost life’, a ‘fate worse 
than death’, and of long-term care as a last resort (Gilleard and Higgs, 2010; 
Kontos and Naglie, 2007). The suggestion we make in this chapter is that 
living with dementia is a particular location of precarity related to needing 
care, and one which demonstrates the perfect storm of conditions which 
produced a non-response to care based on abandonment and neglect. There 
are a number of features that can be seen to contribute to the devaluation 
of subjects, and responses which overlook the experiences of older peo- 
ple living with dementia who need care. In addition to the fear and stigma 
associated with dementia, older people with dementia are more likely to 
live in long-term care facilities and have high care needs that increase over 
time (Bartlett and O’Connor, 2007). The interactions of people living with 
dementia thus become limited to the particular institutional sphere—with 
contacts often comprised of care workers and families (where available). 
Further, communication may be limited, both by means of the number of 
contacts and by impairments of speech or memory that mean the stories and 
accounts of people living with dementia in care settings are discounted. The 
features of the need for care, institutional location, and heightened potential 
for exclusion create conditions of risk and vulnerability. Attention to the 
analysis of precarity and precariousness, however, reminds us how devalued 
lives are pushed to the margins of society, abandoned or neglected by means 
of not being deemed worthy of care, and subject to cruel and unnecessary 
punishment (see Povinelli, 2011; Sassen, 2014). It is precisely these condi- 
tions that fostered responses to institutionalised older people in COVID-19, 


Precarity and dementia 129 


demonstrating how precarity and precariousness can affect (and legitimise) 
social abandonment and neglect (Calvert and Arbuthnot, 2021). 

COVID-19 produced the conditions for the phase of precarious ageing, 
as witnessed in the lives of people living with dementia in institutional care 
settings. Older people with dementia were viewed as devalued subjects, and 
conditions of suffering were permitted to take hold (see also Introduction 
and Chapter 11). People living with dementia in care homes have a need 
for medical, instrumental, and social interaction/support. Yet, pandemic 
responses left basic needs unmet and ignored (Mialkowski, 2020). In many 
cases across a range of international settings, older people were locked in, 
abandoned, and denied (in-person) interaction of their families and sup- 
ports. Their lives became limited to health encounters enacted by medical 
professionals and personal care workers (Tapper, 2021). Many older people 
died in long-term care facilities, sometimes in dreadful conditions. While 
some older people managed to survive, their ‘social selves’ were re-located 
to the margins of everyday life. Their subjectivity became entirely charac- 
terised by risk, and the only recognised self was that which could be med- 
ically assessed and protected (or not). Such conditions meant that it was 
also difficult to understand the experiences of people living with dementia 
because everyday interactions with families (where available) and research 
on social conditions were also shut down (see also Chapter 12). While we 
expect to hear stories from families as societies open up, it is likely that such 
stories will be stifled by official narratives of necessity and protection. 

In the case of the pandemic, we argue that the combined biomedicalisa- 
tion of ageing and dementia, the configurations of institutional care within 
a financialised market, social and cultural ideas of dementia as a devalued 
location, and an emergency situation intersected to produce precarity and 
suffering among older people. Arguably, older people living in a range of 
situations were negatively impacted by the pandemic, and particularly those 
diagnosed with dementia and/or frailty in institutional settings. Amnesty 
International declared that the human rights of older people had been vio- 
lated in the case of dementia, and the Canadian military produced a scath- 
ing report on the experiences of neglect of older people (Mialkowski, 2020). 
At this point, it remains to be seen what action will be taken. However, 
the parallels with research on precarity among migrants or persons without 
status are striking (see Chapter 11 in this volume), and may suggest a fur- 
ther entrenchment of precarious ageing whereby the historical protection 
of older people is eroding, and being replaced by responses characterised 
by abandonment and neglect (see Grenier, 2021). Of course, this is not the 
first analysis of neglect and the absence of care. Estes and colleagues (1993) 
wrote about how the financialised care market created ‘zones of no care’ in 
the context of the United States. Estes work took a structural analysis, and 
30 years later, we witness how such structures have combined with social 
and cultural ideas of devaluing, and mechanisms of biomedical dominance 
and functional health assessments to ration services within financialised 
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care markets, resulting in the abandonment, neglect, and violation of human 
rights of older people. COVID-19 not only publicly revealed the existing 
fault lines in care services, but acutely demonstrated how the vulnerabilities 
experienced from within the location of dementia and care could easily tip 
older people from precariousness into despair, cause people to endure suf- 
fering, and permit the violation of human rights (see Chapter 12). 

A number of ironies and contradictions exist where protection and care 
are concerned. Older people with dementia are often considered a vulner- 
able group. They are ‘protected’ by research ethics (many of whom con- 
figure them as too vulnerable to speak on their own behalf) and spoken 
for by medical professionals and families. While a counter approach has 
been to endorse attributes of personhood, inclusion, and agency, responses 
and social relations during the pandemic revealed the extent to which these 
measures failed to protect people in the context of COVID-19. In the case of 
older people living with dementia in long-term care facilities, being deemed 
to have a devalued or expendable life allowed a failure of care to occur. 
The fragments that have emerged from military reports, media images, and 
exposées suggest that older people living with dementia during COVID-19 
have been viewed as an expendable group—confirmed by the death toll in 
care homes across most Western countries (Anand et al., 2021). It is this 
movement to the margins that requires a critical response from gerontol- 
ogy, heeding the lessons and possible moment of change that the pandemic 
affords (if recognised), and re-building supports and care for older people 
to ensure well-being of older people. We conclude with the statement that 


If we see pandemics purely as a function of biological details....we may 
be lulled into thinking that there is nothing we can do to prevent or 
arrest such events. But if we see pandemics as sociological phenomena 
as well, we can more clearly recognise the role of human agency. And 
the more we see our own role in shaping the emergence and unfolding of 
pandemic disease, the more proactive and effective our response can be. 

(Christakis, 2020: 316) 


Viewing pandemic responses as a consolidation of biomedical interpreta- 
tions, financialised care markets, and devalued subjects reveals the extent to 
which precarious ageing is taking hold. 


Conclusion 


The suggestion made throughout the chapter is that a shift is taking place 
to precarious ageing, and that older people living with dementia in care 
homes are particularly affected. The location of living with dementia in care 
homes reflects conditions of precarity at the intersections of the need for 
care, bio-medicalised understandings and approaches, a financialised care 
market, and the construction of devalued subjects. Further, the precarity 
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of dementia and needing care, particularly among those living in long-term 
care, was exacerbated by the COVID-19 pandemic because it secluded older 
people in institutional contexts, removed them from social contact with 
their families and friends, and made them entirely reliant on medical and 
health care systems and staff. While this chapter is conceptual and does 
not yet have research-based evidence from the perspective of people living 
with dementia in the time of COVID-19, the conditions of life in a pan- 
demic reveal the vulnerabilities that come with the onset of dementia and 
ongoing care needs, and the configurations of care which relegate people 
with dementia to particular spaces or conditions (either living alone with 
few supports or in long-term care). A critical perspective on precarity and 
dementia also reveals how the constructions of subjects with dementia and 
the responses to older people are inherently political—they are a product 
of biomedicalised views, financialised care, and devalued subjects. And 
from this view, reveal how responses have exposed older people living with 
dementia to risk, violence, and abandonment—a reality that became prom- 
inent in emergency times during COVID-19. 

At this point, we can only guess at how it may have felt to experience the 
pandemic for people living with dementia in long-term care. The social and 
cultural devaluation and/or depictions of cognitive impairment may have 
played some role in both the decisions made (or justification thereof) and the 
experiences of the pandemic. Imagine going from one day of having visitors 
to solitary existence: the stoppage of all social programmes; all encounters 
experienced through masks, Plexiglas, and protective suits (where available); 
confinement to one’s room; and being deprived of (or virtual only) interactions 
with one’s immediate network of health care professionals. What precarity 
reveals is that responses to dementia are configured in ways that prioritise 
biomedical needs, create and sustain zones of no care, and reinforce the exclu- 
sion and abandonment of older people who are deemed to have devalued lives. 
It also, however, suggests a more disturbing possibility that the culmination of 
the construct of a devalued life has shifted the response from one of exclusion 
to allowing older people to languish and/or worse perish (see Sassen, 2014). It 
is this reading that emerges where the UN statement of the violation of human 
rights and the Canadian military report are concerned. Caregivers and fami- 
lies are considered an important voice to draw attention to problems in prac- 
tice, and to advocate for the needs of older people. Without these voices being 
given access to witness or speak on behalf of older people with dementia, we 
were left without direct accounts of living with dementia in a long-term care 
home during the pandemic. Yet, at the same time, questions can also be posed 
about the relative silence of regulators, advocates, and charities. Where were 
these voices? And how were such responses permitted to occur? 

The analysis of precarity and precariousness, however, also offers solu- 
tions to address the issues identified through this analysis by developing 
and fostering shared humanity and shared vulnerability (Fineman, 2013). 
Such views on care are typically linked with human rights or social justice 
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frameworks. One of our concerns, however, is the extent to which such frame- 
works prompt a response, and the pandemic is arguably evidence that they 
failed to do so. Adapting a perspective focused on shared humanity through 
culture, society, and care systems is a substantial (but worthwhile) social 
project. Indeed, arguments have been made that the COVID pandemic may 
bring about the recognition of a renewed social network of protection and 
the re-instatement of programs that have been dismantled over the years. 
However, what is clear with regard to older people living with dementia is 
that there is also a need for a fundamental shift from disease-based models 
and views of older people with dementia as “other”. Such models have been 
advocated as part of the need for cultural change (Dupuis et al., 2016). Our 
suggestion is to link this analysis with the analysis of precarity as it is cre- 
ated and sustained through medical and care systems, and as it configures 
spaces and approaches that lead to exclusion, and worse abandonment or 
suffering. It involves the need for systemic change in care and the political 
economy of care as a commodity, as well as relational transitions that view 
dementia as part of the life course in relation to ourselves and as part of a 
larger commitment to care for those in need of care. 
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Notes 


1 https://www.ctvnews.ca/health/coronavirus/like-being-in-solitary-confine- 
ment-residents-families-angry-at-return-of-strict-lockdowns-in-long-term- 
care-1.573099” 

2 For relevant reports, see https://www.politico.eu/article/the-silent-coronavirus- 
covid19-massacre-in-italy-milan-lombardy-nursing-care-homes-elderly/; https:// 
www.bbc.co.uk/news/world-europe-52014023;https://ageingissues.wordpress.com/ 
2020/04/08/covid-19-and-the-crisis-in-residential-and-nursing-home-car‘/. 
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11 An emerging necropolitics of 
the dementias 


Hamish Robertson and Joanne Travaglia 


Introduction 


The year 2020 saw two key issues for societies in the 21st century intersect 
with unanticipated speed and intensity. The first was the emergence of 
COVID-19, a viral (SARS variant) pandemic that has affected every coun- 
try on the planet in some degree, with ongoing effects in many societies. It is 
important to note that pandemics may be seen as ‘natural’ events, but their 
effects may be heavily influenced by social conditions as well as political 
and cultural responses. The other issue is the growing demographic trend 
of global population ageing. While ageism was already well-entrenched 
in many societies (Chang et al., 2021), the impact of COVID-19 has only 
served to heighten both an awareness of ageism and its profound impacts 
on the lives of older people during moments of crisis (Maxfield et al., 2021; 
McDonald, 2021; Monahan et al., 2020). The major demographic group to 
experience unequal outcomes in both morbidity and mortality has been the 
older part of many populations and the associated framing of those who are 
already unwell as being ‘disposable’. This has had quite profound effects for 
those with a dementia and associated health problems. Our position here 
1s that these established processes have intensified during the pandemic in 
ways that have important implications for the future of population ageing 
and the continuing treatment of people with a dementia. While the clinical 
medical paradigm of the dementias is problematic enough, lacking effec- 
tive treatments and cures, the socio-political dimension becomes more 
problematic still. 

This chapter explores these issues, with a particular focus on the demen- 
tias, by adopting and extending Mbembe’s (2003, 2019) necropolitical con- 
cept. Necropolitics in Mbembe’s work addresses how “to kill or to allow 
to live constitute the limits of sovereignty’ (Mbembe, 2003, p. 11). The 
central question Mbembe seeks to address is “under what practical condi- 
tions is the right to kill, to allow to live, or to expose to death exercised?” 
(Mbembe, 2003, p. 12). We will use the concept to analyse how ageing and 
the dementias are framed as threats, subject to coercive state identification, 
surveillance, regulation and action. Our premise here is that the dementias 
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are ‘provoking’ a particular kind of necropolitics that have implications 
for a rapidly growing number of older people and especially those with a 
dementia. The conceptualisation of the dementias as pathology needs to be 
examined in more than purely medical or clinico-pathological terms. The 
dementias, as a site of intervention for the healthcare establishment, consti- 
tute a growing socio-political domain of influence and action. That domain 
and its ‘governance’ have significant implications for people diagnosed with 
a dementia, their carers and communities more broadly. 

In this chapter, we expand on some of our previous writing in this area 
and extend it using the concept of necropolitics developed by Mbembe 
(2003, 2019) to examine the more specific case of dementia. Mbembe’s (2003) 
concept of ‘necropolitics’ emerged from the intersection of Foucault’s schol- 
arship on the biopolitical with his own work on colonialism, including rac- 
ism, and its consequences. The key emphasis of Mbembe has been on the 
role of sovereignty and the role of the state in deciding who may live and 
who must die (our emphasis). Coming as health researchers with experience 
in both aged care and patient safety, this central idea has considerable res- 
onance. In particular, we have modified or extended that idea to consider 
where and how people (especially when classified as patients) may live and 
die (Mbembe, 2019). We do so in the belief that this not only helps extend 
the utility of Mbembe’s concept to different domains of practice but also 
extends its value in examining key issues and concerns such as the rhetoric 
adopted in society towards people with a dementia. 

In addition, the dementias are obviously closely correlated with the age- 
ing process and, consequently, they tend to develop in association with 
other health-related problems. This makes the utility of the necropolitical 
concept variously useful in that it permits an explicit focus on the dementias 
and how they, and those diagnosed with a dementia, are treated, as well as 
being a viable tool for unpacking the complexities of people with dementia 
living with various other health conditions and how these are treated from 
the clinical to the socio-political levels. We have written elsewhere that med- 
icine is a territorial undertaking (Robertson and Travaglia, 2022). This ter- 
ritorialisation of health and illness (and dying and death), also considered 
by Foucault and others (Foucault, 1978) for example, constitutes specific 
sites that can be seen as distinctly necropolitical. The diversion of acutely 
unwell older people from hospitals to residential aged care facilities is, in the 
Australian context from which we write, able to be seen as a necropolitical 
process — the concentration of medically unwell people with a dementia in 
facilities from which they are unlikely to emerge alive and where their modes 
of living and dying are effectively managed through a necropolitical lens. 

A key feature of this process is that the diagnosis of a dementia in situ 
has become an essential part of this necropolitical processing of this patient 
group. The framing of dementia as a chronic and incurable condition shifts 
the focus from the treatment and curative modalities favoured by medicine 
to a disease management strategy in which the inevitable outcome is assumed 
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to be progressive decline and eventual death. The problem here is the how, 
where and when of those processes and the associated care received by such 
persons along their trajectories. The lack of effective treatments is prob- 
lematic for medicine in many contexts because it negates the capabilities of 
medicine as an interventional form of practice. It also leads to the potential 
for rationing care because “the dementing person” is framed as being on an 
inevitable pathway which dehumanises them due to its effects on their mem- 
ory and behaviour. We have seen this during the COVID-19 pandemic more 
starkly than previously as patients with dementia were often abandoned or 
discharged, in some cases, to residential care to die while infected with the 
disease. Much of this was wrapped in an equally problematic discussion of 
‘co-morbidities’ that, while we lack the space to discuss it here, awaits a closer 
and more critical analysis than has been undertaken to date. In addition, the 
COVID-19 pandemic permitted a more open rhetoric about whose lives mat- 
tered in relation to the potential for treatment and cure of the disease under 
which the triage concept often flagged older people and those with chronic 
conditions, including the dementias, as less deserving of interventions and 
care (see also Grenier and Phillipson's reflection on this in Chapter 10). 

A further argument around ‘palliative care”, which we have recently 
examined elsewhere (Robertson and Travaglia, 2022), emerged in this con- 
text as part of this narrower necropolitical conception in which various sub- 
elements of the ‘who may live and who must die’ focus of Mbembe’s framing 
emerged. What we saw was a variety of existing tools, in the science and 
technology studies sense, adjusted to the moment and adapted for people 
with dementia. The specific location of more advanced cases in residential 
care facilities added to this locational aspect of necropolitical practice in 
that such places became less about living what remained of patients’ lives 
and more about normalising them as places of imminent death from COVID. 

The value here lies in seeing beyond the rather obvious fact of ageism, 
and its effects, to understand how a necropolitical analysis can inform our 
understanding of the positioning of older age, older people with a dementia 
and population ageing at a systemic level. In particular, we develop the idea 
that health and aged care environments reflect a variety of necropolitical 
assumptions around who may live and who must die that are both pervasive 
and multi-layered with the dementias illustrating this framing of ageing and 
illness as a locus for necropolitical interventions. We also develop our own 
interpretation of Mbembe’s concept to inquire how state power is exercised 
in relation to the positioning of older people in terms of how they may (be 
permitted to) live and how they (may be permitted/encouraged and even 
made to) die. These are always important issues but in the context of pro- 
gressive population ageing, we believe their importance for both theorists 
and practitioners can only grow in significance. A failure to examine these 
issues will, in effect, normalise the prevailing necropolitics of our time and 
have potentially immense consequences for older people themselves and 
those who care for them. 
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More explicitly the concept of ‘population’ became a foundation stone of 
the 19th century state which has remained entwined with the concepts of 
‘health’ and ‘illness’ ever since. We now even have ‘population health’ as a 
distinct, albeit often confused, concept distinct from public health and other 
more generic conceptualisations (Kindig and Stoddart, 2003; Lantz, 2019). 
Others, including Nancy Krieger (2012), have also examined how complex 
and contradictory the idea of ‘population’ is, and its complicated relation- 
ship with ‘health’. Kunitz (2007) discussed some elements of this conceptual 
landscape in his work The Health of Populations where he explored distinc- 
tions between knowledge that was generalisable and that which remained 
specific and even local. The problematic issue from our interpretation is that 
the state formation has become embodied; therefore, ageing and associated 
dementias being framed as pathology can reinforce the ‘disposability’ of 
unwell older people. This includes a more general approach via healthcare 
rationing and associated consequences during the pandemic in which med- 
ically unwell older people in aged care facilities were framed as less deserv- 
ing of care and/or protection from COVID. Indeed, at the time of writing, 
deaths amongst aged care residents in Australia continued to be the main 
component of COVID-related mortality. There has been a decline in interest 
in the pandemic and yet the necropolitical dimension continues unabated 
since to lose interest in a vulnerable group and its mortality is precisely the 
kind of necropolitical form we propose in this chapter. 

A ‘web’ of intersecting ideas (population, disposable categories, the 
older person) continues to inform public perception, medical practice and 
political theorising in the representation of ageing and the dementias. Such 
representations intersect with a variety of forms of necropolitical framing 
because they position individuals as having more or less value as human 
beings due to their status as ‘dementing’. The implicit assumption that, for 
example, the possession of memory (often very loosely defined) versus the 
loss of memory in Alzheimer’s disease makes a person less than they were, 
is also a necropolitical positioning of the ageing process and its correlates. 

We take issue with this positioning here because COVID-19 has shown 
that disease transitions may not be linear and that they rely on ideological 
and practical pre-commitments that may in fact not be consistently pres- 
ent in the richer countries. Instead, we have seen a variety of failures and 
missteps in the responses of the ‘developed’ countries to various pandem- 
ics over the past several decades, including the HIV epidemic, SARS and 
the current COVID-19 scenario (e.g. Lewis, 2021). Many lives were lost not 
only due to the severity and complexity of these diseases but also due to a 
lack of preparedness, in some cases, and prevailing social prejudices that 
were backed by political power, as in the case of HIV/AIDS (Von Collani 
et al., 2010). The additional or particular risk faced by certain individuals 
and groups, most notably older people, people with disabilities and people 
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from “ethnic minorities”, came to the fore quite early on in the emergence 
of the COVID-19 pandemic. As with HIV/AIDS, the risks which may have 
been associated with health status were magnified by the responses of health 
systems, services, practitioners and governments. As Scully (2020) argues: 
‘Pandemics such as COVID-19 place everyone at risk, but certain kinds of 
risk are differentially severe for groups already made vulnerable by pre- 
existing forms of social injustice and discrimination’. She goes on to show 
how in the UK, disablism in relation to triage guidance for the allocation of 
care was based on 


... disablist assumptions about disability and health status, quality of 
life, and social utility, that unjustly and potentially catastrophically dis- 
advantage people with disability in COVID-19 and other global health 
emergencies. 

(2020) 


Similar arguments have been made about the treatment (or lack of treat- 
ment) for people from different ‘racial/ethnic groups (including refugees), 
genders and socio-economic status (Bowleg, 2020; Chakraborty, 2021; 
Daher-Nashif, 2022; Sandset, 2021). The situation for older people, con- 
cluded Donnelly (2020, p. 453), came down to a choice by governments, soci- 
eties and/or health systems/services of either ‘cocooning’ (that is employing 
additional resources to keep older people safe during the pandemic) or ‘cull- 
ing’ (seeing the death of older people as potentially providing a benefit to 
‘society’). In examining COVID responses in three countries, Australia, the 
UK and the US, Lichtenstein (2021) found evidence of ageism, including: 


Public responses to lockdowns and other measures [which] cast older 
adults as a problem to be ignored or solved through segregation. 
Name-calling, blame, and “so-be-it” reactions toward age vulnerabil- 
ity [which] were commonplace ... Indefinite isolation for older adults 
[which] was widely accepted, especially as a vehicle to end public lock- 
downs and economic crises. 

(2021, e2006) 


Thus, in our analysis, COVID-19 affirms the existence of a necropolitics 
of dementia in a specific, and also extended, ‘moment’ as the pandemic 
has emerged and progressed. The socio-political responses have not only 
included conventional arguments around the rationing of care for those 
‘more likely’ to survive but also produced a rhetoric of value and utility. 
This has been used against already vulnerable groups, including those with 
a dementia (in the clinical biomedical sense) but also people who possess 
impairments more broadly. The impact of COVID-19 and its associated loss 
of life has been especially significant in aged care facilities in many countries 
where responses to protect residents were often slow and inadequate. In the 
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US, in particular, hospital patients with COVID were often discharged to 
aged care facilities which, in turn, spread the disease amongst older peo- 
ple not previously infected. This process was, in our analysis, an iterative 
one because medically unwell people, often with a dementia, were taken to 
acute care environments and then, if they survived, discharged back to aged 
care facilities where they could potentially infect the other residents and 
staff. Thus, the necropolitical element can also be seen as applying to both 
older people and those whose role it is to care for them. In effect, both 
become potentially disposable and thus subject to a regime in which the 
aged care environment itself becomes a necropolitical one — whether or not 
it might have been so prior to the pandemic. 

The relationship between aged care and the dementias is an intimate one. 
Many older people with a milder dementia are living in the community with 
varying access to services (e.g. Kalisch et al., 2020). However, aged care facil- 
ities have increasingly become sites for the management of older people who 
cannot safely live in the community or for whom current systems of care 
are inadequate. While this often includes physical impairments and chronic 
diseases such as heart, lung and vascular conditions, a major and growing 
factor in admission to aged care facilities is the diagnosis and progression of 
a dementing illness — often in addition to other ‘co-morbidities’ (Bunn et al., 
2014). This makes aged care facilities sites of concentration for people with a 
dementia, even, as some observers have commented, carceral sites for those 
with a dementia as can be seen in the debate around ‘secure’ dementia units 
and the like (e.g. Repo, 2019, see also Chapter 12 in this volume). 

This creation of sites which concentrate on medically unwell older people 
with progressive health conditions, including dementia, helps to position 
them as the objects of necropolitical rhetoric and action or inaction. This 
lack of ‘capacity’ in effect marks them as not simply incapable of defending 
their own interests directly but reliant on the way they are represented to 
ensure that they receive appropriate care during ‘business as usual’ but, even 
more so, in a crisis such as that represented by COVID-19. Such representa- 
tion assumes a lack of voice on the part of people with dementia and, even 
when that voice is acknowledged, a diminution of its value. 


Ageing as pathology, pathology as weakness 


One of the long-standing problems with the pathological view of illness 
discourse is that it is all too often invested in the individual, marking an 
implicit moral claim as to who gets ill and who does not, and from or with 
what condition (Gunderman, 2000). This is especially problematic in the 
content of chronic conditions where the original aetiology may be difficult 
to identify and the progressive and, usually, incurable nature of the condi- 
tion makes claims on current and future needs and resources. This level of 
actual and assumed dependency is problematic for the contemporary state 
formation and for structures built around or influenced by capitalist modes 
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of thought (Sell and Williams, 2020). In these sorts of constructions, disease 
seems to be couched as a secular punishment for personal failures just as 
poverty has been framed for several hundred years in much of European 
thought (Lundahl et al., 2020). 

For those older people relying on public and community support, the 
analysis differs quite markedly. Here, chronic disease is frequently framed 
as a failure of informed decision-making, ‘lifestyle choices’ and associated 
poor behaviours (e.g. Adler and Stewart, 2009; Egger and Dixon, 2014). 
The dementias, difficult to predict as they are, do not blend well with this 
“bad behaviour” model but efforts continue to be made to make that happen 
(Rosenberg et al., 2020). More than this, the life expectancy of an individ- 
ual with a progressive dementia diagnosis (of whatever type or mix) can be 
considerable. 

This produces an open-ended concern with both high dependency and 
life expectancy in the person with a dementia, such as how long will their 
“suffering” continue. One consequence is that the dementias are often rep- 
resented as ‘dehumanising’ and, effectively, a state worse than death itself 
in some cases — especially end-stage dementia — and especially in the media 
(Peel, 2014). An element in this relies on the myth of memory as the signal 
identifier of what it means to be a functional human being. Such construc- 
tions suggest that for the person with a progressive dementia there is or will 
be a stage at which their humanity ceases and that life itself also ceases to 
have ‘meaning’. Not only is this a highly problematic interpretation but it 
brings us to the focus of this chapter, an essential necropolitical analysis of 
ageing, age-related disease and, in particular, the dementias. 


Necropolitical strategies and the state 


Here we briefly outline three specific ways in which the modern state has 
produced and continues to produce an on-going pattern of necropolitical 
consequences through its actions on categories of persons, specific demo- 
graphic groups and individuals. The first is the power of the state to ele- 
vate or diminish the quality of life of the living through direct and indirect 
actions as well as through inaction, such that some people may even actually 
choose death as an ‘option’. The second is where the power of the state is 
used to produce, directly or indirectly, death as a deliberate outcome. And 
third, there is a history of the emergent modern state punishing people in 
and after death through the abuse of their bodily remains and deliberately 
making them invisible in death (e.g. Nystrom, 2014). Let us briefly discuss 
each of these in turn as constituting a broader framework for our necropol- 
itics of ageing and dementia. 

The modern state has a long history of development that has generally 
included some very conditional ideas around the nature of citizenship and 
belonging. One idea that persists in the aged care and disability sectors, 
for example, is the importance of a healthy population, free from disease, 
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disability and deformity. This idea has for more than a century framed the 
state as corporeal entity in its own right (Porter, 2003). More than this, state 
ideology has frequently, via eugenics and ‘population planning’ strategies 
for example, promoted very particular ideas of what the ‘healthy state’ is 
composed of and looks like (inclusions and exclusions abound but tend to 
be remarkably similar) (Reilly, 2015). Historically, this has often involved a 
moralising or virtuous aspect alongside the structural applications of med- 
ical power and public health interventions (Porter, 2011). The ‘healthy’ state 
is one in which the population tends to be homogenous on multiple levels 
(language, ethnicity and even religion) and which worked to free itself from 
unhealthy groups and individuals. Historical revisionist discourses often 
suggest this process somehow ceased with the end of the Second World War 
and the associated atrocities witnessed during this period and that we have 
since become more enlightened. However, in our analysis, this process is 
both contemporary and ongoing (e.g. the treatment of ‘minorities’ in many 
countries). 

The groups and individuals targeted by state violence have almost always 
involved social categories of people perceived as threats to this idealised 
state ‘body’ including the ‘promiscuous’, those with sexually transmitted 
diseases, the mentally ill, the indigent poor and so on. Even in the 21st cen- 
tury we can see the inculcation of aspirational health as a state-informed 
strategy with systemic and capitalist consequences, such as trying to buy 
good health, the pervasive use of language such as ‘self-management’ and 
‘lifestyle choices’, and even access to healthy environments, including green 
spaces (e.g. Rojas-Rueda et al., 2019). 

Such groups have often been the targets of social policies that divested 
them of power, agency and even the usual ‘rights’ of citizens, reducing them 
to lesser versions of the healthy, conformist citizen idealised by the state 
(e.g. Lanoix, 2007). The conditions of life for such outsiders have often been 
marginal at best and frequently reduced in both quality and quantity (e.g. 
Indigenous peoples and their life expectancies in the settler states). Even 
now, in 21st century nation states, many such groups continue to experience 
state interventions that have negative consequences for them (e.g. the sterili- 
sation of women with disability or in prison) (Fofana, 2021; Frohmader and 
Meekosha, 2012). The presumed universality of human rights touted in the 
shadow of the Second World War has frequently been and continues to be 
subverted in many such contexts. 

In the second scenario, we can observe a variety of state actions as hav- 
ing direct and indirect consequences for ‘unhealthy’ groups and individuals. 
While older age is an obvious scenario in which public and state-sanctioned 
discourse readily talks of ‘unproductive lives’ without any irony or even 
awareness of where such language originates, other examples also exist. 
Thus, we can observe the exclusion of Indigenous peoples in Australia and 
elsewhere as a form of excision from the healthy nation state. Such scenarios 
are frequently enforced through state-directed or state-sanctioned forms of 
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violence, including incarceration rates out of all proportion to population 
levels and direct abuses by state players, including police, prison and even 
health authorities. Indeed, depending on how broadly we define state vio- 
lence, this could be extended to include many other areas of social policy (e.g. 
access to, exclusion from and treatment in educational systems, for example). 


A necropolitics of ageing 


As we have discussed elsewhere (Robertson and Travaglia, 2020), there is 
a substantive necropolitical dimension to population ageing in the post- 
industrial countries of the 21st century. Ageing is viewed nominally as a suc- 
cess (longer life expectancies), as a failure (low consumers, high care needs, 
etc.) and as an existential economic threat (costs of care, labour force issues, 
production issues, etc.). In Marxist terms, the theory of enduring crisis is 
thus intrinsic to demographic theory and societal responses. There is no 
positive outcome because young populations have been posed as problem- 
atic for decades (especially on the basis of racialised thinking in relation to 
low- to middle-income countries) and, likewise, population ageing has been 
framed as threat at least since the 1920s (Thane, 1990). Thus, each demo- 
graphic change is framed as an emergent crisis that threatens current modes 
of funding, service design and delivery — as though these were somehow 
fixed in time and perfected in form. 

Our experience includes substantive work in the patient safety arena with 
particular reference to patient safety inquiries (see Hindle et al., 2006). Vul- 
nerable groups, including older people, have always been a focus for neg- 
ative outcomes in health and social care environments (Braithwaite et al., 
2007). In other words, the responses to older people during the COVID-19 
pandemic are not new in any way. Rather, they reflect persistent ageism and 
institutional violence towards the weak and vulnerable in our societies (see 
Chapters 10 and 12 in this volume for further discussion of alternative inter- 
pretations of institutionalised care). 


A necropolitical analysis of the dementias 


The framing of many older people’s deaths as ‘unavoidable’ during the pan- 
demic, especially by politicians, clearly illustrates how persistent ageism is 
in 21st century society. Scenarios in which some care staff left their patients 
to die, in countries including Italy and Spain, also showed how the inter- 
sectionality of ageing and illness can be both devalued and poorly man- 
aged concurrently. These two are amongst the oldest societies in Europe, 
with Spain tipped to have the highest European life expectancy in a few 
years’ time (Troya, 2021) and yet the desertion of those residents was the 
first response of some providers in a crisis event (McDonald, 2021). We 
anticipate that further analysis of this particular phenomenon will show 
how extensive this response was and the post hoc rationalisations that will 
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emerge in an effort to normalise such deaths and the lack of preparedness 
that underpinned them. 

One of the emerging issues in a COVID-19 long-view world is the ongo- 
ing, and possibly expanding, neurological impacts of the pandemic (Prasad 
et al., 2021; Wood, 2020). Already, the issue of ongoing neurological effects 
has been raised, and not for the first time, with some COVID-19 patients 
experiencing specific neurological symptoms including loss of smell, taste 
and emotional distancing (Liou et al., 2021). A sub-set of ‘recovering’ 
COVID-19 patients have also been shown to experience longer-term (long 
COVID), persistent symptoms that impact on their health and well-being, 
including their capacity for full recovery (in this context a return to their 
pre-COVID health status and capacities) (e.g. Mendelson et al., 2021). This 
early-stage data suggest that there will be a group of people who experi- 
ence potentially life-long effects from the disease as they age. In addition, 
some of these neurological effects are consistent with age-related patholo- 
gies, such as the dementias (Ferrucci et al., 2021; Miners et al., 2020). The 
necropolitics of this scenario are yet to be fully evidenced, but this suggests 
that, for example, COVID-related dementia may yet be an emergent aspect 
of a necropolitical inquiry. 

We suggest that the necropolitical dimensions of COVID-19, already 
enmeshed in societal norms and prejudices around the ageing process and 
towards older people more generally, will continue to develop and play out 
as the pandemic and responses to it develop. Especially concerning exam- 
ples include the use and abuse of do-not-resuscitate orders (DNR and any 
associated terminologies and euphemisms) in the United Kingdom. Dur- 
ing the early stages of the COVID-19 pandemic, the use of DNRs appears 
to have been scaled up as part of the ‘clinical benefit’ terminology used in 
relation to a lack of resources, including ICU beds, to properly respond 
to demands for treatment and care (Milam et al., 2020). Amnesty Interna- 
tional (2020) had already collected evidence to support its concerns about 
this, with more information accumulating since. Even as we write, there is 
evidence to suggest that several thousand people in the UK were placed on 
DNR orders during the pandemic (to date), with several hundred of these 
being down without discussion with or consent by either patients or family 
members (CQC, 2021). The consequences of this kind of ‘blanket’ applica- 
tion continue to play out in lives lost and some truly disturbing experiences 
for both patients and their families (e.g. CQC, 2021). Here too, the kinds 
of institutional formations and technologies associated with the contempo- 
rary state illustrate the generativity of necropolitical outcomes through state 
and agency decision-making processes. The creation of particular places for 
aged care, then dementia care, then secure dementia care and so on has its 
own particular effects. Our own work in patient safety research illustrates 
this all too well in that these categories have effects on the person catego- 
rised and their subsequent treatment and care (Robertson and Travaglia, 
2022; Travaglia, 2018). The pandemic has, in our estimation, made this 
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much more obvious in that the necropolitical dimension was evident early 
on in the care of insitutionalised older people and equally so now, as the 
pandemic recedes, in the reduction in attention to COVID-related deaths 
in aged care. 

Even without this crisis event scenario, our position is that ageing and 
the dementias are largely framed within a broader, extensive and prevail- 
ing necropolitics. The dementias resist, at this time, many effective treat- 
ments. This makes them antipathetic to medical myths of treatment and 
cure, with associated cost implications for care. The existence of so many 
people with conditions that, in much prevailing discourse, make them less 
human is a rebuke to the ideology of the contemporary state, its structures 
and mechanisms. The need that such people have for actual care, especially 
in neoliberal states, is doubly confronting because the dominant position is 
one of individualised support in a rational needs-based system. Lastly, we 
flag the potential loss of personhood that often accompanies a diagnosis 
of a dementia, as though without memory or ‘acceptable’ behaviours, the 
person loses their fundamental humanity (the empty shell, etc.). While there 
is an established literature on this issue, it also represents a necropolitical 
stance in which access to care and the attribution (and thus withdrawal) of 
personhood are indelibly linked (Harrison, 1993). The value here, we sug- 
gest, in exploring this from a necropolitical position is that we can examine 
dementia specifically, ageing more generally, and vulnerable groups and 
their experiences more broadly still — all while maintaining a consistent the- 
oretical focus. 


Conclusion 


In this chapter, we have attempted to illustrate how long-standing ideas 
about the nature of the state, of health and populations have developed in 
parallel with social prejudices about and towards older people with demen- 
tia (amongst others). The specific consequences have included institutional 
prejudices towards and actions against older people in a variety of contexts, 
including numerous patient safety inquiry outcomes in the United Kingdom 
and elsewhere. The COVID-19 pandemic has illustrated that these prob- 
lems are structural and exacerbated during crisis events due to the lack of 
preparedness of many contemporary systems, and a willingness to sacrifice 
older people when time and resources are limited. Many other examples 
exist, including events we saw during the Katrina disaster (e.g. Fink, 2013) 
but there is a clear and consistent pattern in many such events in which vul- 
nerable groups and individuals are the most likely to be placed at risk and 
even harmed (Travaglia et al., 2019). One of those groups has always been 
and remains the unwell older person, especially those with a dementia. This 
chapter has taken this observation and extended it using the necropolitical 
concept as an explanatory mechanism for why and how those conditions 
exist and persist. 
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There is a tendency to see each disaster event as singular, unique and 
even natural. This is not our analysis. Rather, we suggest that there is a key 
necropolitical dimension in play under which such harmful decisions are 
rationalised, institutionalised and normalised because many such lives are 
already devalued in many contemporary societies. The idea that the state, 
its agencies and employees have the right to exclude some socially manufac- 
tured categories of person such that their deaths result is a fundamentally 
necropolitical act. To designate some groups as fundamentally expendable 
is a necropolitical act, and the COVID pandemic, in our analysis, affirmed 
this analysis yet again. Finally, the progressive nature of global population 
ageing and the anticipated scale of the dementias mean that the potential 
human cost of a sustained necropolitical posture towards the dementias, as 
explored here, has huge potential for continuing harms against an already 
vulnerable group. 
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12 Segregation and incarceration of people 
living with dementia in care homes 


Critical disability and human 
rights approaches 


Linda Steele, Lyn Phillipson, Kate Swaffer and 
Richard Fleming 


Introduction 


For people living with dementia, the COVID-19 pandemic highlights the 
pre-existing deep-rooted ageism and ableism, persistent social inequal- 
ities and precarity, and systemic problems of incarceration, violence, 
neglect and social isolation in care homes (Anand 2021; Dehm et al. 2021; 
Kontos et al. 2021; Peisah et al. 2020; Robertson and Travaglia 2020). These 
dire circumstances have been exemplified by media stories of people in care 
homes in nations such as Canada (Olson 2020) and Spain (Parra 2020) dying 
of COVID-19 or neglect after being abandoned by staff during the early 
months of the pandemic in 2020. The longer term neglect that has surfaced 
in the ‘shadow’ of COVID-19 (Sedensky and Condon 2020) has prompted 
renewed calls for recognition of human rights of people living with dementia 
and deinstitutionalisation of the aged care system, including through the 
provision of community-based housing, support and resources for people 
living with dementia (Herron et al. 2021; Knapp et al. 2021; Quinn 2021). 
These calls follow the longstanding leadership of dementia rights activists 
in the movement for greater recognition of equality, liberty and inclusion of 
people living with dementia (Dementia Alliance International 2016; Swaffer 
2018) and increasing engagement with dementia human rights over the past 
decade by United Nations bodies (Devandas 2019b), civil society (Brown 
2019; Flamm 2018) and scholars (Byrnes 2020; Cahill 2018; Green et al. 2022; 
Grenfell et al. 2022; Meenan et al. 2015; Mitchell 2018; Mitchell et al. 2021; 
Steele et al. 2019, 2021; Verbeek et al. 2021). 

This chapter introduces lived experiences, critical disability studies 
scholarship and human rights as vital resources in understanding and 
challenging injustices associated with people living with dementia in care 
homes. We focus on challenging common, mundane and often invisible and 
taken-for-granted dimensions of care homes. Common features in the envi- 
ronmental design of care homes — dementia care units, locked doors and 
gates — give rise to confinement of residents with dementia and their separa- 
tion from other residents and the broader community. These design features 
are compounded with negative and ambivalent staff and family attitudes 
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towards people living with dementia and their rights, lack of resources and 
supports available to people living with dementia, substituted decision- 
making laws to limit the movement, expression, autonomy, social expe- 
riences and well-being of people living with dementia in care homes, and 
government policies and funding structures that provide structural support 
and legitimacy to these arrangements (Steele et al. 2020, 2021). On the one 
hand, generally, these conditions are accepted as necessary and benevolent 
means of protecting people living with dementia, other residents and the 
general public (Dreyfus et al. 2018; Steele et al. 2020). However, on the other 
hand, human rights activism (Brown 2019; Devandas 2019b; Flamm 2018; 
Swaffer 2018) and scholarship (Green et al. 2022; Steele et al. 2019, 2020) 
have reframed the material, attitudinal, relational and legal dynamics of 
care homes as amounting to discrimination, segregation and incarceration 
that violate human rights to equality, legal capacity, liberty, and independ- 
ent living and community inclusion. These two positions are often dialecti- 
cally opposed, and the dominance of the former in government policy and 
dementia care provision makes it difficult to gain widespread support for 
human rights as a tool to guide transformation of the political conditions 
and everyday lives of people living with dementia. 

This chapter begins with one of the authors (Kate Swaffer) discussing the 
lived experiences of people living with dementia of incarceration and segre- 
gation and their acts of everyday and organised resistance to these circum- 
stances. It then draws on analytical tools from critical disability studies 
scholarship that support an alternative way of understanding care homes in 
terms of dehumanisation, segregation and incarceration. Critical disability 
studies scholarship is the focus of discussion because it has directly engaged 
with institutionalisation, coercion and control and is situated in radical 
anti-oppression politics. Next, the chapter explores human rights as provid- 
ing transformative tools to address the segregation and incarceration in care 
homes that we illuminated through lived experiences and critical disability 
theory. This exploration centres on four dialectics presenting the conventional 
and human rights approaches to: (1) inequality and segregation of people liv- 
ing with dementia, (2) decision-making on incarcerating people living with 
dementia in care homes, (3) conditions of people living with dementia in care 
homes and (4) community living as an alternative to care homes. The UN 
Convention on the Rights of Persons with Disabilities (CRPD) is the focus of 
the discussion in this section because dementia is a condition giving rise to 
cognitive and other disability and the CRPD is the international human rights 
instrument specifically for disabled people. We conclude by reflecting on pos- 
sibilities for engaging human rights to bring about transformational change. 


People living with dementia in care homes — Experiences 
and activism 


The lived experiences and activism of people living with dementia are the 
impetus for this chapter’s exploration of injustices of care homes. In this 
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section, one of the authors (Kate Swaffer) shares her personal reflections — 
as an aged care nurse, family member and person living with dementia. 

In 1977, in Australia, while working in an aged care facility (then referred 
to as a nursing home), Swaffer's professional experience as a qualified nurse 
was that people living with dementia were segregated in four-bed wards 
within a nursing home, and if mobile, they were strapped or shackled to beds 
or chairs. The design of nursing homes then, now referred to in Australia as 
residential aged care facilities (RACFs), was based on a hospital design, with 
long corridors leading to wards, and few if any single rooms. For Swaffer, this 
RACF was the first in Adelaide that she knew of, to build a designated locked 
unit for people with more advanced dementia. At the time, Swaffer believed 
it to be an advance in dementia care, as it meant the restrictive shackles and 
harnesses were removed, and confinement was reduced as the residents had 
some liberties to move around freely within the locked unit. 

Years later, Swaffer was faced with being a legal guardian for three people 
in her close circle living with dementia requiring assisted living, and with the 
best of intentions found placement for each person ina RACF. Each person 
she was responsible for placing into ‘care’ consistently complained about 
having been ‘locked in jail’. Her father-in-law asked every time Swaffer vis- 
ited, which was daily, from day one of placement and up until he died, ‘why 
have you put me in jail; you promised me this would be my home?’. He also 
regularly asked for his own key to his new home. The three people living 
with dementia in Swaffer’s close circle complained about the poor quality 
of the food; they complained about the lack of access to the garden or to 
the outside in general; they complained about the lack of allied health ser- 
vices such as physiotherapy or dental care; they complained about the way 
they were forced into a routine that was clearly for the benefit of staff, and 
not respectful of their own preferences and pre-entry RACF routines, not 
aligned with the information provided about their personal preferences. 
They also complained often about the restrictive visiting hours, the lack of 
meaningful and personalised activities and the lack of exercise of any kind. 

As their legal guardian, Swaffer had promised and was legally obliged 
to support these three family members, and to ensure they were being well 
cared for with respect and dignity. However, it was evident that those under 
her guardianship were being physically and chemically restrained and 
restricted in their individual freedoms, within an institutional setting which 
equated to incarceration. 

It remains easy for families and guardians to fall into the ruse of believing 
a person’s safety is more important than their autonomy, and more impor- 
tant than their legal and human right to be supported to live in their commu- 
nity. To deal with the many breaches of human rights, it has been necessary 
to take a rights-based approach to residential care, especially for people 
living with dementia. The stigma and myths surrounding people living with 
dementia mean they are automatically deemed to have limited capacity to 
make their own decisions, and it is deemed acceptable to incarcerate them, 
leaving their care to inadequately trained staff. 


154 Linda Steele et al. 


Dementia Alliance International (DAI) is a charitable organisation run 
by and for people living with dementia. Founded in 2014 it has members in 
49 countries. DAI is the first organisation in the history of the Conference of 
State Parties Conference (CoSP) on the Convention on the Rights of Persons 
with Disabilities (CRPD) to have hosted a side event specifically focused on 
dementia, and in particular dementia as a major cause of disability. This 
was done not only to highlight dementia as a disability, but to emphasise the 
many violations of the rights of people living with dementia. 

In a statement made at this conference (Dementia Alliance International 
2019), Swaffer who herself lives with younger onset dementia and is a lead- 
ing international dementia rights activist stated: 


Approximately 7 years ago the Dementia Envoy for the World Demen- 
tia Council Dr Gillings said people with dementia may need to take to 
the streets and march on the steps of parliaments. This is the beginning 
of that march, so that people with dementia are not left behind in the 
2030 Agenda [for Sustainable Development Goals]. 


Critical disability studies scholarship and people living with 
dementia in care homes 


Informed by the lived experiences of people living with dementia just dis- 
cussed, in this section we draw on threads from critical disability studies 
scholarship to reconceptualise the circumstances of people living with 
dementia in care homes in terms of ableism, dehumanisation, segregation 
and incarceration, and the CRPD. 

Critical disability studies scholarship challenges the conventional 
approach to disability as an individual, natural, medical lack and instead 
explores how disability is constructed as undesirable because it is contingent 
on social, political and economic norms (Goodley 2017, see also Chapter 14). 
Ableism is premised on the political rather than medical causes of difference 
along dis/ability lines, serving to hierarchise people and populations on the 
basis of their relative ‘fitness’ and the benefit or burden of the individual to 
the overall well-being and prosperity of the nation. This conceptual hier- 
archy of ‘fitness’ means only some people in society — rarely those who are 
disabled — are considered deserving of access to property, resources, and 
legal protections to sustain life and flourish, and ultimately to recognition 
as full humans. Ableism gives rise to ontological violence — denying to peo- 
ple with disability a legitimate right to be recognised as humans and to exist 
(Steele and Frohmader 2021). Material violence and injustice against disa- 
bled people are justified on the basis that they do not have what Judith Butler 
refers to as “grievable” lives (Butler 2004). They are ungrievable because “dis- 
ability is an unwanted existence [...] Their pain cannot be comprehended 
because their disability renders their bodies and lives devalued and, hence, 
incapable of eliciting grief’ (Steele et al. 2020; see also Spivakovsky 2018). 
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Bringing the concept of ableism to the dementia context illuminates how 
people living with dementia are profoundly dehumanised in society and 
through care homes. They are viewed as not meeting cognitive social norms 
which is sometimes referred to as cognonormativity (or able-mindedness by 
Kafer 2013). This failure to meet these norms is associated with continuity 
over the adult life course of memory, comprehension, communication and 
personality, and age-related social norms of youthfulness, independence 
and productivity. When people living with dementia are perceived as failing 
to meet these norms, they are viewed as unproductive, nearly dead and an 
economic, emotional and physical burden on others (Aubrecht and Boafo 
2020). They are dehumanised in a very particular way: by being associated 
with waste and death (Steele et al. 2021, p. 322). 

In a neoliberal context, disabled people are seen as economically unpro- 
ductive and dependent on others (Erevelles 2011; Goodley 2017). Their bod- 
1es Instead become sources of economic extraction through warehousing in 
congregate residential and service settings (Ben-Moshe and Stewart 2016). 
Applying these ideas to the dementia context, we become alert to how the 
framing of people living with dementia as unproductive and a burden on 
families and the community is subverted into a source of economic gain 
through cost-efficient neglectful care and warehousing in care homes. 

In being cast outside full humanness and political and legal subjectivity, 
disabled people are denied status as ‘legitimate knowers’ who can give mean- 
ing to themselves and their experiences (Liegghio 2013, p. 123). This is com- 
pounded even further when dementia occurs in older age, and intersects with 
ageism to compound stigma and discrimination (Werner and Kim 2021). 
This denial can be understood as violence in two respects. First, disabled 
people are seen as non-agential, vulnerable and in need of protection and 
are denied the status as political actors, capable of exercising resistance to 
legal and medical authority and their living circumstances (Beaupert 2018). 
Second, others are legally and socially authorised to decide on what happens 
to disabled people’s bodies and lives, giving rise to non-consensual inter- 
ventions such as medical treatment and institutionalisation. These interven- 
tions are understood as legal and non-violent, where they would otherwise 
be considered illegal and violent if done against a full (non-disabled) human 
(Steele 2014). Bringing these insights to the dementia context, ageing, chronic 
and mental illness and disability intersect to produce a particularly intense 
brand of epistemic exclusion (Matthews 2016; Young et al. 2019). Non- 
consensual confinement and physical and chemical restraints in care homes 
are accepted as non-violent and just, and as necessary responses to people 
living with dementia’s expressions of distress, boredom and resistance which 
are pathologised as ‘Behavioural and Psychological Symptoms of Dementia’ 
or challenging behaviours. Swaffer (2019) argues that BPSD does not exist, 
and has been used as a form of control, against people living with dementia. 

Critical disability studies scholarship provides tools to reconsider the 
places within which disabled people live. Disability residential centres, 
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mental health facilities and nursing homes which are conventionally under- 
stood as caring, protective and therapeutic spaces are reframed as ‘carceral’ 
(i.e. prison-like) spaces because they enable control and confinement through 
discourses and practices of care, protection and treatment (Chapman et al. 
2014). Throughout their lives, some individuals are confined across a number 
of these sites, at times with seamless legal and systems transitions between 
them. Chapman et al. (2014) use the term ‘institutional archipelago’ to refer 
to the networked and interconnected nature of these sites of control and 
confinement. Bringing these critical insights to the dementia context, care 
homes can be understood as involving incarceration of people living with 
dementia, even though care homes are conventionally presented as benign 
and therapeutic settings. Moreover, if situated in the archipelagic context, 
care homes which house people living with dementia as well as older and 
younger people with other disabilities can be understood as one part of the 
bigger picture of control and confinement of disabled people, including if 
particular disabled people age out of or have support needs considered too 
great for other institutions, or if disabled people move into nursing homes 
when other institutional settings in which they were living close as part of 
deinstitutionalisation policies (Spagnuolo 2016). Thus, care homes are an 
important focus of critical scholarly work in conceptualising and challeng- 
ing carceral control of people living with dementia and disabled people more 
broadly. 

Critical disability theory also provides openings for disrupting and trans- 
forming these structural injustices. Liat Ben-Moshe (2013, 2020) explores 
the concept of abolition — a term conventionally associated with prisons — in 
the context of disability institutions. In popular discourse, the term ‘abol- 
ish’ means to put an end to something. In the care home context, its con- 
ventional meaning would suggest that abolishing care homes simply means 
closing down care homes, with no consideration of what comes next and of 
the alternative housing and support arrangements. However, in critical dis- 
ability studies scholarship, abolition is more complex and is a process rather 
than an event — it is about building more just and equitable communities so 
institutions (for care, punishment, whatever reason) are unnecessary. We 
see in this approach to abolition the possibility of addressing many of the 
dynamics we have introduced earlier — the material conditions of segrega- 
tion and incarceration as well as the cultural, legal and economic drivers 
that shape these material conditions. 


Dialectic arguments and counter-arguments 


In this section, we explore human rights as providing transformative tools 
that could be used to address the segregation and incarceration in care homes 
that we illuminated through lived experiences and critical disability the- 
ory. We do so with reference to the CRPD because this instrument directly 
addresses issues of discrimination, segregation and institutionalisation 
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as issues of inequality and structural injustice. While people living with 
dementia have historically not been the focus of analysis and application 
of the CRPD (Steele et al. 2019), there is growing momentum in the UN 
(Devandas, 2019a, 2019b) and civil society (Dementia Alliance International 
2016, 2019) to utilise the CRPD in relation to people living with dementia, 
and specifically in the context of care homes. 


Inequality and segregation: Biomedical difference ys equality 


The term ‘dementia’ is derived from the Latin prefix ‘de’ meaning without 
and ‘mens’ which carries the meaning of brain, intellect, faculties and under- 
standing. Acommon understanding of this is simply to be ‘out of your mind”. 
This label has informed and reflected the opinions of lay people since it was 
first used by Aulus Celsus who lived between 25 BC and 50 AD (Vatanabe 
et al. 2020). The identification of the causes of dementia as lying in identifia- 
ble and potentially understandable changes in the brain is relatively recent, 
dating back to the work of Alois Alzheimer in the early 20th century. The 
fact that this work is still far from complete and has not yet produced a cure 
for dementia, or a reliable means to prevent it, has left the views held by lay 
people relatively unchallenged. Some of the stigma surrounding dementia 
may in fact be informed by the biomedical view, underpinned by Cartesian 
thinking and the locating of personhood in the mind (Walrath and Lawlor 
2019). In addition, both negative portrayals and publicity about dementia in 
the mainstream media have also historically contributed to public fear and 
a social construction of people living with dementia that is potentially both 
prejudicial and dehumanising (Behuniak 2011; Gerritsen et al. 2018). 

One aspect of the lay view may be described as the belief that people liv- 
ing with dementia are so biomedically different from others that they must 
be obliged to accept treatment, irrespective of their wishes. A recent survey 
of attitudes to dementia involving interviews with 70,000 people from 155 
countries (Alzheimer’s Disease International 2019) showed that the general 
public (averaged across the 155 countries) agreed to the statement that ‘It is 
better for people living with dementia to be forced into treatment with their 
doctor even if they do not want to go’ (male 47.8%, female 46.2%) (Alzheim- 
er’s Disease International 2019, p. 51). Sadly, the general public’s belief was 
supported by that of the healthcare practitioners who reported that their 
colleagues ignore people living with dementia: 47.8% in high-income coun- 
tries, 55.8% in upper-middle income countries and 43.5% in low-/lower- 
middle countries (Alzheimer’s Disease International 2019, p. 50). 

The conventional approach to people living with dementia as naturally 
different reflects a medical model of dementia, which can instead be viewed 
as ableism and countered by the human rights argument that people liv- 
ing with dementia are entitled to equality and non-discrimination. Equality 
and non-discrimination are central to the CRPD — as a general principle, a 
substantive right and a thread running through all of the other substantive 
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rights in the CRPD (UN Committee on the Rights of Persons with Disabil- 
ities 2018, pp. 1-2). Article 5(2) of the CR PD calls on States Parties to “pro- 
hibit all discrimination on the basis of disability and guarantee to persons 
with disabilities equal and effective legal protection against discrimination 
on all grounds’. The CRPD’s definition of discrimination extends to ‘struc- 
tural or systemic discrimination’ which operates at the population level and 
is not reducible to the experiences of specific individuals (Pyaneandee 2019). 
States Parties are not only obligated to respond and prevent discrimina- 
tion, but engage in positive steps at the individual and structural levels to 
realise equality. In particular, there is the obligation to provide reasonable 
accommodations. 

The right to equality and non-discrimination provides a political tool 
to unseat the assumption of disability as a natural basis for inequality and 
gives rise to the expectation of entitlement to the resources and supports to 
realise equality. The UN Committee on the Rights of Persons with Disabil- 
ities refers to this as an ‘inclusive equality’ approach. This approach moves 
beyond formal legal equality to include fair redistributive, recognition, par- 
ticipative and accommodating dimensions (UN Committee on the Rights 
of Persons with Disabilities 2018, p. 3). Indeed, the former Chair of the UN 
Disability Committee, Theresia Degener, explains that this is grounded in 
human rights as universal and incapable of restriction on the basis of dis- 
ability (2016, p. 4). Degener proposes that the CRPD advances a ‘human 
rights model’ of disability that is premised on ‘transformative equality’ 
(Degener 2016). Transformative equality ‘targets changing these structures 
and systems with a variety of positive measures’ (Degener 2016, p. 17). This 
suggests that nothing short of structural transformation of society, involv- 
ing the abolition of care homes and the development of alternative living 
arrangements, shifts in resource allocation to ensure economic equity, and 
cultural shifts in how dementia is understood in society more broadly will 
fully realise Article 5 (Degener 2016). 

Article 5 provides a political tool to challenge ableism and ageism at the 
core of segregation and incarceration of people living with dementia in care 
homes, and their subjection to violence, neglect and indifference within 
them. In particular, this Article supports an understanding of the systemic 
nature of discrimination against people living with dementia and the impor- 
tance of addressing the material, legal and cultural dynamics of this. The 
right to equality and non-discrimination for people living with dementia 
provides the foundation for rights to autonomy, liberty and community liv- 
ing which we now turn to discuss. 


Deciding about confinement: Incapacity to make 
decisions vs legal capacity 


People living with dementia are often regarded as incapable of making deci- 
sions for themselves and thus experience discrimination in being denied 
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legal capacity. The ADI report (Alzheimer’s Disease International 2019) 
showed that there was widespread agreement from the general public to the 
statement that ‘It is important to remove family responsibilities from people 
with dementia so as not to stress them” (M 60.4%, F 56.7%) (Alzheimer's 
Disease International 2019, p. 51). 

It would be misleading to represent these views as universal; however, 
there are clear cultural differences. When asked about whether peo- 
ple do things for you that you could do yourself because they know you 
have dementia, respondents living with dementia in upper-middle-income 
countries (75%) (Alzheimer's Disease International 2019, p. 25) reported 
higher rates of others doing things for them, in comparison to high-income 
countries (59.1%) (Alzheimer's Disease International 2019, p. 25) and low-/ 
lower-middle-income (50%) countries. The highest prevalence of others doing 
things for respondents living with dementia that they can do themselves was 
in the South-East Asian region (87.5%) (Alzheimer’s Disease International 
2019, p. 25). As the cultures in South-East Asia are known, traditionally, 
to have a high regard for elders, it may be that this reflects a particularly 
strong version of what is probably a common cultural attitude that doing 
things that people can do for themselves is a sign of deference towards older 
people. Other research also reinforces the motivations of informal carers of 
people living with dementia as being rooted in love, reciprocity, filial piety, 
duty and obligation, regardless of culture (Greenwood and Smith 2019). 
These also suggest that the motivation for taking over responsibilities from 
the person with dementia is often well intentioned. 

We also see evidence of discriminatory denial of legal capacity in the 
involuntary placement of a person living with dementia into residential care. 
Evidence for this may be found in the agreement to the statement: ‘If I had a 
family member with dementia it would be better to move them to a nursing 
home even if they didn’t want to go’. This was the response given by 25% of 
people living in high-income countries (Alzheimer’s Disease International 
2019, p. 54). Respondents were also more likely to force someone living with 
dementia into a nursing home if it was not a member of their family. 

This conventional position can be challenged by Article 12 of the CRPD 
which is about equal recognition before the law. This involves persons with 
disabilities having their decisions recognised on an equal basis with others 
and being provided with the support they require to make decisions (also 
referred to as ‘supported decision-making’) (UN Committee on the Rights 
of Persons with Disabilities 2014, pp. 6-7). Supported decision-making 
must respect the ‘rights, will and preferences’ of disabled people (UN Com- 
mittee on the Rights of Persons with Disabilities 2014, p. 4). Supported 
decision-making involves diverse strategies, including ‘development and 
recognition of diverse, non-conventional methods of communication, espe- 
cially for those who use non-verbal forms of communication to express 
their will and preferences’ and facilitating advance planning (UN Commit- 
tee on the Rights of Persons with Disabilities 2014, pp. 6-7). Underpinning 


160 Linda Steele et al. 


Article 12 is “universal legal capacity whereby all persons, regardless of disa- 
bility or decision-making skills, inherently possess legal capacity” (UN Com- 
mittee on the Rights of Persons with Disabilities 2014, p. 6). Thus, converse 
to assuming people living with dementia are automatically unable to make 
decisions because of their disability, the assumption is instead that everyone 
can make decisions with the appropriate support and there is an expectation 
from governments that this support will be provided when needed (De Sab- 
bata 2020). The right to equality before the law is a ‘threshold right” (UN 
Committee on the Rights of Persons with Disabilities 2018, p. 12) because 
having one’s decisions legally recognised is necessary for the enjoyment of 
other rights, such as liberty and independent living (UN Committee on the 
Rights of Persons with Disabilities 2014, pp. 89; 2018, p. 12). A key impli- 
cation of Article 12 is that people living with dementia should be given the 
opportunity to decide where they live, rather than others deciding for them 
(UN Committee on the Rights of Persons with Disabilities 2017, p. 15). 

Article 12 provides a political tool to challenge the epistemic violence 
arising from the conventional approach to people living with dementia as 
incapable of making decisions about where they live and what happens to 
their bodies, and as requiring others to make decisions on their behalf in 
order to protect them. 

We now turn to discuss decisions to detain people living with dementia in 
care homes, and then the opportunity for them to choose where they live in 
the community. 


Conditions of confinement: Safety and security of self and 
other vs liberty and freedom from violence 


Fear of persons living with dementia is widespread. The ADI survey revealed 
that the general public (averaged across the 155 countries) agreed with the 
statement ‘A person living with dementia is impulsive and unpredictable’ 
(M 61.2%, F 65.8%) (Alzheimer’s Disease International 2019, p. 51). A sub- 
stantial proportion of the general public take this further by agreeing that 
‘People with dementia are dangerous more often than not’ (M 18.9%, F 20%) 
(Alzheimer’s Disease International 2019, p. 51) and ‘People with dementia 
pose arisk to their neighbours unless they are in a hospital or nursing home’ 
(M 17.2%, F15.3%) (Alzheimer’s Disease International 2019, p. 51). 

The conventional understanding of people living with dementia as safe 
and secure through confinement in care homes can be challenged by Arti- 
cles in the CRPD that centre liberty and freedom from the violence and 
harm associated with confinement. Article 14 of the CRPD provides for the 
right to liberty and security of the person. It requires that States Parties 
ensure that people with disabilities, on an equal basis with others, Te]njoy 
the right to liberty and security of person’ and “[a]re not deprived of their 
liberty unlawfully or arbitrarily, and that any deprivation of liberty is in 
conformity with the law, and that the existence of a disability shall in no 
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case justify a deprivation of liberty”. Deprivation of liberty occurs when 
individuals “are confined to a restricted space or placed in an institution or 
setting, not free to leave, and without free and informed consent’ (Devandas 
2019a, p. 10). Deprivation of liberty is unlawful where there is no legal order 
in place permitting their confinement, and it is arbitrary (in the sense of 
being ‘imposed in a manner that is inappropriate, unjust, disproportionate, 
unpredictable, discriminatory or without due process” (Devandas 2019a, 
p. 10)) if confinement occurs on the basis of disability because this is dis- 
criminatory (even if pursuant to law) (Devandas 2019a, pp. 10-11; see also 
UN Committee on the Rights of Persons with Disabilities 2015, pp. 1-2). 
Detention of disabled people that is based on ‘danger to self or others’, ‘need 
of care’ or ‘medical necessity’ will also constitute arbitrary detention for the 
purpose of Article 14 (Devandas 2019a, p. 11). 

The UN Disability Committee has identified the right to liberty and secu- 
rity of the person as ‘one of the most precious rights to which everyone is 
entitled’ particularly for people with cognitive disabilities (UN Committee 
on the Rights of Persons with Disabilities 2015, p. 1). The UN Disability 
Committee has stated that individuals who are deprived of their liberty in 
violation of Article 14 must be assisted in their release from the premises, 
with provision of ‘access to housing, means of subsistence and other forms 
of economic and social support’ and ‘compensation, as well as other forms 
of reparations’ (UN Committee on the Rights of Persons with Disabilities 
2015, p. 7). 

This right could provide a political tool to challenge the carceral nature of 
care homes even where that confinement is framed as purportedly benevo- 
lent, and to demand the end to the incarceration of people living with demen- 
tia. Indeed, recent reports by the UN Special Rapporteur on the Rights of 
Persons with Disabilities (Devandas 2019a, 2019b) have recognised depriva- 
tion of liberty in relation to older disabled people. 

Article 15 on freedom from torture, inhuman and degrading treatment 
and Article 16 on freedom from violence provide political tools to challenge 
the assumption of the inherent physical and psychological safety and non- 
violence of care homes, including specifically in relation to use of restrictive 
practices. Yet, in order for people living with dementia not to be confined 
and segregated through care homes, we must also unseat the assumption 
that their inclusion in the community is burdensome, as we now turn to 
discuss. 


An alternative future of community living and inclusion: Social 
and economic burden vs independent living and community 
inclusion 


Perceiving the person living with dementia as essentially different, incapa- 
ble of making decisions and potentially dangerous lays a firm foundation for 
seeing them as social burdens and responding by isolating and incarcerating 
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them. This is consistent with the view of stigmatisation as a process which 
starts with the labelling of difference and stereotyping, both of which 
underpin the normalisation of both individual behaviours of “separation” 
and eventually institutional forms of discrimination (Link and Phelan 
2001). For example, people living with dementia responding to the ADI sur- 
vey (Alzheimer's Disease International 2019) reported that being excluded 
from socialising, hobbies or attending events is a widespread response. 
Respondents living with dementia in high-income countries (38.1%), upper- 
middle-income countries (57.1%) and low-/lower-middle-income (50%) coun- 
tries reported experiencing this form of unfair treatment because of their 
dementia (Alzheimer’s Disease International 2019, p. 25). Respondents 
reported feeling ‘avoided’, ‘ignored’ and ‘ostracised’ in their social life due 
to having dementia where many of them ‘no longer get invited to social gath- 
erings’ (71-year-old female from the United States of America) (Alzheimer’s 
Disease International 2019, p. 25). 

The conventional understanding of people living with dementia as a 
burden on the community can be challenged by Article 19 of the CRPD 
which provides the right to live independently and full participation in 
the community. ‘Independent living’ means that ‘individuals with disa- 
bilities are provided with all necessary means to enable them to exercise 
choice and control over their lives and make all decisions concerning their 
lives’ (UN Committee on the Rights of Persons with Disabilities 2017, 
para. 16(a)). Being ‘included in the community’ has been explained as hav- 
ing access to support in order to ‘be fully included and participate in all 
spheres of social life’ (UN Committee on the Rights of Persons with Dis- 
abilities 2017, p. 4). 

In recognising the discriminatory nature of institutionalisation, the UN 
Disability Committee has emphasised the circumstances that can force 
people into ‘choosing’ care homes, stating: ‘Institutionalization is discrim- 
inatory as it demonstrates a failure to create support and services in the 
community for persons with disabilities, who are forced to relinquish their 
participation in community life to receive treatment’ (UN Committee on 
the Rights of Persons with Disabilities UN Disability Committee 2018, 
p. 14). At a structural level, realising Article 19 includes repealing laws that 
restrict choice about where disabled people live, implementing deinstitution- 
alisation policies, and reallocating resources so as to have available a range 
of supports and accommodations for community living and participation. 
At an individual level, meeting the obligations in Article 19 involves freeing 
people from institutions and providing support to people with disabilities to 
make choices as to where they live (UN Committee on the Rights of Persons 
with Disabilities 2017, pp. 4-5). 

The significance of Article 19 should not be understated; it provides a 
political tool for challenging not merely the incarceration in care homes of 
individuals living with dementia but the entire system of care homes, the 
systematic warehousing of people living with dementia and the institutional 
archipelago more broadly. It encourages us to be ambitious in activism and 
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critical thinking, and focus on demanding a world without care homes and 
where people living with dementia are included and supported within the 
community. 


Conclusion 


This chapter has offered some analytical and political tools to articulate and 
dismantle individual and structural harms experienced by people living with 
dementia in care homes. It has challenged the assumption that care homes 
are therapeutic, benevolent and benign by instead highlighting the carceral 
character of care homes and how they fit within broader dynamics of dehu- 
manisation, discrimination, segregation, incarceration and violation of people 
living with dementia at the intersections of ableism, ageism and neoliberalism. 
Indeed, entry into care homes is also coercive as there are often few alternatives 
to institutional facilities when someone does require assisted living accom- 
modation. By approaching dementia as a disability, the chapter explored how 
human rights and specifically the CRPD provide both a political framing of 
care homes as unjust and strategies to realise transformative change. 

Perhaps for some readers the approach to dementia and care homes 
taken in this chapter might be confronting or unsettling and the hurdles to 
change the status quo might seem overwhelming or insurmountable. How- 
ever, we close this chapter by reassuring readers that this is not an inevitable 
response. For the past 40 or so years, addressing segregation and incarcer- 
ation in residential settings has been a primary focus of activism and policy 
development in the context of disabled people more broadly, and much can 
be learned from successes and failures of these experiences. Moreover, in 
the past decade since the coming into force of the CRPD, a rich body of 
theory and practice has developed around supported decision-making and 
deinstitutionalisation (of large and smaller disability residential settings), 
particularly in relation to people with intellectual disability, thus giving 
strategies for change that could be developed in the context of people living 
with dementia. Ultimately, if we approach dementia as a disability, another 
reality of equality, dignity and inclusion is possible. 
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Cultural resistance in dementia 
care environments 


Andrea Capstick and John Chatwin 


Introduction 


To be means to communicate dialogically. When dialogue ends, 
everything ends. Thus dialogue, by its very essence, cannot and must 
not come to an end. 

(Bakhtin, 1984: 252) 


Within the dominant biomedical model of dementia, disorders of language 
(such as dysphasia, aphasia and perseveration) feature prominently among 
diagnostic criteria. In this view, changes in ability to produce coherent 
speech or understand the speech of others are considered to be a direct and 
inevitable result of neuropathology. The alternative psychosocial account 
of communicative challenges in dementia places emphasis largely on prob- 
lems with social positioning that arise in interpersonal communication 
between people with dementia and ‘healthy others”, as Sabat (2014) some- 
what problematically terms them. Less emphasis has been placed on people 
with dementia as social actors who create meaning and draw on contextual 
clues in order to give shape to their interactions. In this chapter, we draw 
on Mikhail Bakhtin's concepts of the carnivalesque, heteroglossia, polyph- 
ony and dialogism to analyse a series of interactions involving people with 
dementia in day and residential care environments. 

We spent significant amounts of time in each care environment discussed 
below, getting to know the people who lived or spent their time there. One of 
the main outputs from the first study described below as Care Environment 
1 was a short film about the local city market, made with two women at 
the day centre in question. The second project involved a number of people 
from Care Environment 2 in the development of a short film to be used in 
practitioner education. In the final study (Care Environment 3), the partici- 
pants co-produced individual short films about subjects of personal interest 
to them. 

We will not describe the three studies in detail. Instead we want to dis- 
cuss how spending time with people in such environments has increased our 
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understanding of the communicative challenges faced, and the strategies 
employed, by people with dementia in group care settings. 


Discourses on communication and dementia 


We might identify three specific discourses on language and communication 
in dementia. They can be described respectively as dominant, alternative 
and emergent. The dominant biomedical discourse attributes all actions 
and behaviour of the diagnosed person to the progression of neurological 
disease. The alternative, psychosocial discourse recognises that communi- 
cation with others in a social environment is also part of the picture. A more 
recent and still-emergent socio-political discourse recognises that much of 
the verbal and non-verbal communication of people with dementia is agen- 
tic, either as a protest against their situation or as a way of keeping a sense 
of personal identity alive in unpropitious circumstances. 


Biomedical discourse 


Within the biomedical standard paradigm, problems with language are 
among the criteria required for a diagnosis of dementia (American Psy- 
chiatric Association, 2013). In biomedical texts, the utterances of people 
with dementia are often reported as symptomatic of their condition. In 
this view, also, there is a typology of language disorders, including dyspha- 
sia (word finding problems), aphasia (absence of speech) or perseveration 
(repetitive speech) which are considered to be solely the result of neuro- 
pathology in localised areas of the brain, independent of any environmental 
factors. Studies of dementia conducted within this deficit-focused paradigm 
have typically examined language elicited through standardised clinical 
tests or as a part of interviews or conversations with a researcher (see, for 
example, Shao et al., 2014; Weakley and Schmitter-Edgecombe, 2014). The 
focus of research is generally on the prevention or management of ‘inappro- 
priate’ forms of communication on the part of the person with dementia, 
e.g. ‘verbally disruptive’ behaviours in nursing home residents (Randall and 
Clissett, 2016). 


Psychosocial discourse 


An alternative model of communication in dementia is grounded in human- 
istic psychology. Here, it is pointed out that the psychological needs of a 
person diagnosed with dementia remain unchanged, and that the responses 
and actions of others to that diagnosis can have a significant impact on 
the individual’s well-being and sense of identity. From this psychosocial 
perspective — since the environments in which people with dementia find 
themselves are often less than ideal — word-finding problems are also rec- 
ognised, at least in part, as the result of stress and frustration, absence of 
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speech as the result of social disengagement and repetition as a result of 
others failing to respond to one's communication. 

Much research within this psychosocial domain has focused on improv- 
ing communication in dementia care settings. Different interactional con- 
texts have been shown to result in differences in the language produced and 
comprehended by people with dementia. Ramanathan (1995), for example, 
identified conversational partners, and the relationship between them as 
an influential factor on the language formulations used by individuals with 
dementia. These studies have mainly employed observational and ethno- 
graphic approaches and have focused on aspects of daily living. 

Although preferable to the biomedical model in many ways, these sources 
often imply a largely passive role for the person with dementia, who is posi- 
tioned as the “spoken to’, ‘spoken for’ or ‘spoken about’. He or she is con- 
structed as somewhat dependent, needy and lacking in agency. Of concern 
here, for example, is the notion — central to all of Kitwood’s work — that the 
status of ‘personhood’ can either be bestowed on or taken away from a per- 
son with dementia (Kitwood 1997). Sabat’s (2014) designation of those able 
to carry out such bestowing or withholding as ‘healthy others’ further com- 
pounds the unequal status ascribed to ‘bestower’ and recipient. For all their 
attempts to alter the prevailing social milieu from a malignant to a benign 
one, then, such formulations perpetuate a climate in which, as Langdon 
et al. (2007) point out, people with dementia are rarely considered able to 
express their own views or contribute directly to social research. 


Socio-political discourse 


In our own research, what has impressed us more than the communicative 
difficulties faced by the participants is the persistence of their attempts to 
use every opportunity and means at their disposal to keep communication 
alive. The culture of care in the environments where our studies were carried 
out was relatively enlightened, but nevertheless we observed many instances 
of improvable communication on the part of professionals and direct care 
staff. We also witnessed a range of coping, sense-making and self-determin- 
ing strategies, which can perhaps be summed up informally as ‘answering 
back’. Rather than the ‘challenging behaviour’ viewed, from a biomedical 
perspective, as a symptom of dementia, it became increasingly clear over 
time that we were observing a form of cultural resistance. 

This finding is consistent with the gradual emergence, over the last 20 
years or so, of a more socio-political model of dementia which, as Bart- 
lett and O’Connor (2010) suggest, has not yet been sufficiently theorised. 
Proctor (2001), for example, located her study on the power relationships 
between women with dementia and medical staff, in the context of femi- 
nism as well as disability studies. Baldwin and Capstick (2007) in their crit- 
ical reading of Tom Kitwood’s work on person-centred care suggested that 
dementia studies needed to learn once again that ‘the personal is political’. 
Behuniak (2010: 237) pointed out that the politicisation of dementia ‘enables 
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us to question the use of power, the extent of authority to be exerted over 
people with dementia, and the responsibilities of the community”, while 
Branelly (2016) notes, as an issue of social justice, that people living with 
dementia still face a fight to achieve rights and citizenship. 

In this chapter, we therefore begin to identify new theoretical 
perspectives on the communication of people with dementia in formal care 
environments — ones which seem to us to do better justice to our research find- 
ings than the view from either biomedical science or humanistic psychology. 


Why Bakhtin? 


Since Bakhtin was a literary theorist working predominantly in the first half 
of the 20th century, it may seem on the face of things a far stretch to apply his 
work in the context of early 21st century dementia care. We have not, how- 
ever, chosen to draw on Bakhtinian concepts at random, but because they 
have a good, mind-to-world fit with our observations of, and interactions 
with, people who have dementia. In the following sections, we explain how 
certain concepts of Bakhtin — the carnivalesque, polyphony, heteroglossia 
and dialogism — have fostered a different way of seeing action and interaction 
within the dementia care environments where our studies were carried out. 
For example, the polyphony or “play of many voices” admired by Bakhtin in 
the work of Rabelais and Dostoevsky is a celebration of difference, of hetero- 
geneity. What is radical about Bakhtin’s thinking is precisely that it is drawn 
from real-world contexts and the day-to-day language of people who do not 
themselves produce literary texts, although they may be represented in them. 
So the methodological field which is a dementia care environment, as we view 
it through the lens of Bakhtin’s theory, is a place of extreme differences, com- 
peting voices and multiple speaking positions. People with dementia, just like 
the unruly ‘folk’ attending Rabelais’ feasts and fairs, cannot conveniently be 
bidden to the place set out for them by the official order. The various speakers 
who arrive here are not the ones imagined by either biomedical or psychoso- 
cial orthodoxy; they are prone to turning the world upside down. 


The carnivalesque 


Bakhtin uses the term ‘carnivalesque’ to describe popular humour, particu- 
larly when this is directed against officialdom. Historically, carnival was an 
expression of mockery against church and state, and folk humour of this 
kind 1s, in Bakhtin’s view, a form of cultural resistance. Rabelais and His 
world (RHW), the text in which Bakhtin (198la) advances his theory of the 
carnivalesque, demonstrates via the work of Rabelais (1494-1553) how car- 
nival imagery was deeply embedded, and embodied, in the folk culture of 
the Middle Ages. This imagery is a form of robust, humorous and often 
ribald resistance to the attempts of church and state to organise society 
in their own image. Bakhtin’s text is structured around five key themes, 
which are the subject of individual chapters: laughter; the marketplace and 
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1ts language; popular-festive forms and images; banquet imagery; and the 
grotesque image of the human body, particularly what Bakhtin terms its 
‘lower stratum’. Bakhtin suggests that Rabelais ‘so fully and clearly revealed 
the peculiar and difficult language of the laughing people, that his work 
sheds light on the folk culture of humour belonging to other ages’ (RHW: 
484). Carnival laughter ‘builds its own world in opposition to the official 
world’ and has “an essential relation to freedom’ (RHW: 88-89). Much of 
the humour we have observed is linked to a philosophy of laughing in the 
face of adversity. One woman who grew up in extreme poverty in the 1930s, 
for example, talks of herself as coming from ‘(Place name) — where they eat 
muck, but wash it first’. 

We have found that the stories told to us by people with dementia, 
and their spontaneous speech with each other, often rich in vernacular 
detail, are neither dominated by official history nor compliant with it. 
Humour — sometimes scatological — is a frequent feature. Much of this 
humour is dismissed in biomedical discourse related to people with demen- 
tia, as, for example, ‘verbal abusiveness’ or ‘sexual disinhibition’. Here it is 
the context which determines what is considered appropriate, so that an 
off-colour joke which would not be out of place in a bar-room or on a fac- 
tory floor is classed as a symptom of dementia or form of challenging behav- 
iour in the lounge of a voluntary sector care home. 


The marketplace and its language 


In Care Environment 1, footage recorded in the local market — a large, can- 
opied, Victorian landmark building — was edited together with a soundtrack 
composed of the comments of two women in response to the images of vari- 
ous stalls. Although initially subdued, we found that the two women became 
increasingly animated as the film sequence went on; they seemed to regain a 
sense of ownership of the market and its contents, and to co-construct a dia- 
logue related to their own roles as discerning shoppers (for a full discussion 
see Capstick 2011). Near the end of the film, for example, the two women 
comment, in relation to images of jars on a sweet stall: 


P: We'll have all the top row.... 
C: ...and we'll have all the bottom row; (to researcher) we'll give you one if 
you like! 


An aspect of the film footage which no doubt made the market more real 
to the two women involved is the sound of various stall-holders shouting 
their wares in the background (“He's got lamb chops for sale’, as one of them 
comments). This is very reminiscent of Bakhtin’s discussion of the cries of 
the market place in Rabelais; these cries 


were an essential part of the marketplace and street, they merged with 
the general popular-festive and utopian world. Rabelais heard in them 
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the tones of a banquet for all the people, “for all the world”. These uto- 
pian tones were immersed in the depths of concrete, practical life, a life 
that could be touched, that was filled with aroma and sound. 

(Bakhtin 1984: 185) 


We have found that participants in all three studies refer frequently to the 
buying and exchange of goods, shops and shopping, the challenges of find- 
ing and cooking food, and different kinds of traders and vendors of goods. 
One woman in Care Environment 3 often repeated a playground rhyme 
referring to ‘tingalaries’. This word was not familiar to us, but we found 
that ‘tingalary men’ was a term used by the migrant Irish population in the 
area where she grew up to refer to street hawkers, barrel organ players and 
ice-cream vendors, who were predominantly Italian. We can trace a line of 
descent here from the ‘peculiar culture of the marketplace’ in the 16th cen- 
tury with its ‘itinerant hawkers, gypsies, and ...popular argot (RHW, 155) 
through to the street language (or “billingsgate” as Bakhtin describes it) of 
the Northern UK in the 1930s. 

Not having money to pay for things, or not having control over one’s own 
money, is a frequent source of anxiety among people with dementia in for- 
mal care environments, particularly at mealtimes. After a morning spent 
talking about her life story in the garden at Care Environment 3, for exam- 
ple, one woman said, “Thank you, I enjoyed that, and when I get some more 
money we'll have a good do’. This is simultaneously a rueful acknowledge- 
ment of not being able to return hospitality at the present moment, and an 
invitation to future gaiety. Another woman, visited in her own apartment at 
the same care environment, was worried that she didn’t have ‘anything in’ 
to offer us to eat. On more than one occasion, she presented a plate of dry 
breakfast cereal rather than offer nothing to her guests. 


Popular-festive forms 


“Popular-festive forms’, as described by Bakhtin, are ‘deeply traditional 
and popular, bringing an atmosphere of freedom, frankness and familiar- 
ity’ (RHW: 195). Within these popular-festive forms, singing is considered 
by Bakhtin to be a form of ‘profane love’. In Care Environment 3, in par- 
ticular, self-initiated community singing is frequent, and the songs popular 
with participants tend to lie within the tradition of pub and piano sing- 
alongs, music hall and variety. Often these songs have humorously subver- 
sive themes such as the ‘moonlight flit’ (i.e. leaving rented accommodation 
under cover of night without paying off arrears) in ‘My old man said follow 
the van’; the adulterous or bigamous relationship suggested by ‘My wife 
won't let me’; and the veiled sexual allusions of ‘Daddy wouldn't buy me a 
bow-wow’. Also popular were the more conventionally romantic love songs 
of the 1940s and 1950s. One woman had lived with her widowed mother and 
siblings in a public house owned by another family member for several years 
as a child. She knew a vast range of popular songs by heart and would often 
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sing aloud, apparently as a way of preserving her own identity and personal 
relationships. One song of which she was particularly fond ( don't care who 
knows it, I'm in love with you) was always introduced with the words ‘And 
my husband used to sing to me..... Dance halls, cinemas, high days and hol- 
idays (the local ‘feast’, fair, sports day or races) were also frequent subjects 
in spontaneous reminiscence. 


Banquet imagery 


As already mentioned in the discussion of marketplace imagery above, dis- 
cussions related to food, its sufficiency or inadequacy, the problems of cook- 
ing and ‘having enough to go round’ were frequent subjects of discussion. 
One fieldnote from Care Environment 3, for example, describes the follow- 
ing interaction between Residents | and 2: 


RESIDENT 1: [singing] “You're the cream in my coffee....’ [Resident | can’t get 
beyond this first line, which she repeats several times.] 

RESIDENT 2: [emphatically] “You're the SALT IN MY STEW!’ 

RESIDENT 2: [a few moments later] ‘Stew and dumplings! Rice pudding! You 
never had any money, but you always got a proper dinner!’ 


‘Not going hungry’ in the face of poverty and wartime rationing was a 
repeated theme of several of the female participants in Care Environment 3 
and was always associated with their mothers’ or grandmothers’ resource- 
fulness in baking their own bread, cakes and puddings, and being able to 
make meals out of anything. A woman who originated from Liverpool, 
which historically has had a large Irish-Catholic population, told us what 
seemed at first to be the unlikely story of a shop that sold nothing but pota- 
toes (or ‘spuds’ as she described them) but this turned out to be true. One 
woman spoke in detail about her father buying eggs and other produce (pre- 
sumably on the black market) from a work colleague who lived in the coun- 
try, and how her mother’s face ‘lit up’ when he brought them home. Another, 
who sadly did not live to see the end of the study, gave us the recipe for 
making a rabbit pie, down to detailed instructions for skinning the rabbit. 


The bodily lower stratum 


Discussions of marital relationships, childbirth and sex are more frequent 
among people living with dementia than might be expected on the basis of 
published research, which has traditionally indicated increasing sexual apa- 
thy among this population (e.g. Miller 1995). As Ward et al. (2005) pointed 
out, the almost constant surveillance in most long-term care facilities makes 
any overt sexual expression almost impossible. One woman in Care Envi- 
ronment 3 who worked in a maternity hospital was particularly interested 
in talking about how patients and their husbands often asked her for advice 
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about intimate problems which she was able to help with. This same partici- 
pant had an interesting double take on the seamier aspects of life, often tell- 
ing us how her father did not allow bad language, and then regaling us with 
schoolyard jokes such as “Have you got “em; spots on yer bottom”. Another 
woman explained that she had a job ‘sewing men’s trouser flies”, which was 
met with the laughing question from another “Were the men in them at the 
time?” In one audio recording, three women are singing and laughing uproar- 
iously at a playground song about three old ladies locked in a lavatory. 

The following sections present a more detailed analysis of some of the 
material from these transcribed audio recordings which we believe conform 
to Bakhtin's concepts of polyphony, dialogism and heteroglossia. 


Polyphony: The play of many voices 


Polyphony is a term Bakhtin (1981b) used to advance his belief that truth 
requires many voices and can neither be held within a single mind, nor 
spoken by a single mouth. According to Rudrum (2005: 34), Bakhtin views 
dialogue as “a site where no single discourse absolutely triumphs over the 
rest’; each individual's voice is understood to shape the character of the oth- 
ers” speech. In the context of dementia, the concept of polyphony helps to 
remind us that people with dementia are not homogenised by their diagnosis 
but speak in many, and diverse, voices. The psychodynamics among groups 
of people living with dementia can, correspondingly, be very complex. 

The following extract comes from an interaction recorded in Care Envi- 
ronment 3 between three female residents, all in their late 80s, who have 
relatively severe cognitive difficulties. A researcher is showing pictures 
(some of which have written captions) to one resident, Nora, while another 
resident, Olive, is sitting alongside them in the communal lounge. A third 
resident, Lily, is sitting on the opposite side of the room. 

During our fieldwork, it had already become clear that Nora and Lily 
had a complex relationship with one another. Staff members told us that 
they had previously been close friends, and that Nora had often been called 
upon to placate Lily when she was upset about something. Over time, Nora 
had become less able to deal with these requests, and, while she was usually 
still warm towards Lily, she was now clearly trying to extricate herself from 
the emotional demands of the relationship. Nora frequently referred to Lily 
as ‘my mother’, so possibly aspects of this relationship were reminiscent of 
that with her own mother (the ‘dear little mother’ mentioned near the end of 
the extract below). 

One of the pictures shows the Jarrow crusade of 1936, a historical event 
which Nora remembers from her childhood, and has spoken of before. The 
interaction proceeds as follows: 


NORA: And I mean they would all, all be very poor. Well, I mean, we were 
all poor. 
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OLIVE: (Starts to count the people in the photograph) ‘One, two, three...’ 
LILY: (Shouts loudly from her seat across the room) Nora!.. Nora!.. Nora!.. 
Where are we? 
NORA: (To researcher) Would you do me a big favour; just tell my mother 
where we are? 
She’ll never rest. 


(The researcher crosses the room and shows Lily a map of Leeds to indicate 
where she is.) 


OLIVE: I saw “em on the telly 

LILY: (To researcher) Well, aren’t we staying here? Well, where are we going? 
How long are we going to be here? 

RES: We're going to be here until lunch time. 

NORA: (Laughs nervously) Oh dear 

OLIVE: And then we're having some lunch. 

LILY: Where are we having it? 

RES: Just down the corridor 

LILY: What time? 

RES: Er, at half past twelve 

LILy: And what time is it now? 

RES: Quarter to twelve 

NORA: (To Olive) Does she know that, though? ...Oh look, the Jarrow 
crusade! 

OLIVE: (To Nora) Where’s the — how’s that then? 

NORA: (Has turned to the next image and is reading a picture caption to 
Olive) “But I had a lovely mother, a dear little mother...” 

OLIVE: (Reading another picture caption) “But the money was tight.” ...I 
said they was there, cos the money was tight. 


(Researcher returns to sit with Nora and Olive.) 
NORA: (To researcher, indicating Lily) She's a bit clever, y'know! 


Here at least three separate interactions are taking place: between Nora and 
Olive about the images; between Nora and the researcher about reassuring 
Lily; and finally between the researcher, Lily and Olive about lunchtime. 
Nora delegates the researcher to respond to Lily, using the quite sophis- 
ticated negotiating skill of requesting a favour. At no point in the extract 
does Nora interact directly with Lily, yet her final remark to the returning 
researcher, “She's a bit clever, y know’, is said in an almost conspiratorial 
way, suggesting that Nora is well aware of the interactional ploys used by 
Lily and admires them. 


The carnival is not over 177 
Dialogism: The struggle to be heard 


Vice (1997: 45) suggests that three key characteristics of dialogism in Bakh- 
tin's work are “the mixing of intentions of speaker and listener...the crea- 
tion of meaning out of past utterance, and the constant need for utterances 
to position themselves in relation to one another”. The next two extracts 
are taken from an interaction in Care Environment 2 initiated by Don, an 
89-year-old man with dementia who was recovering from a recent hip oper- 
ation. Here, we suggest, the simultaneously recorded dialogue of the care 
staff exemplifies several of the elements identified by Vice. In addition, it 
seems that the content of Don's narrative is itself a subliminal influence on 
the interaction of the staff members (Chatwin and Capstick, 2019). 

Like many people with dementia, Don's long-term recall is good and 
he often recounts his experience of joining the RAF at the age of 17, and 
working on fuel supply in a variety of war zones during the Second World 
War. Our impression is that this story is often repeated as a form of cultural 
resistance. That is to say, Don does not believe himself to fit the place now 
ascribed to him, as an ‘89-year-old man with dementia’, and he rejects this 
status by reiterating his exploits as a young man. 

On the occasion when this next interaction took place, the day cen- 
tre lounge was particularly noisy, making a clear sound recording of Don 
extremely difficult. Don was filmed talking to a researcher in a corner of the 
lounge often described as the ‘Men’s corner’. Across the room — 7 to 10 m 
away — several care workers (CW) in the kitchen area are carrying on a loud 
and animated discussion. It is unlikely that the staff group are in a position 
to hear what Don and the researcher are saying to each other. They will, 
however, have been aware that he liked to talk about his wartime experi- 
ences, and can probably anticipate what he is talking about now. 


DON: I was there when the V bombs were coming over us. And the kites 
were chasing them. Before they got to London, they shot them down. 

CW1: (on the other side of the room) Oh sorry! 

Cw2: Soldier! 

DON: I was never still. 

CWI: Bang! bang! bang! bang! —bang!! 

DON: See I was in Transport and I was all over... (Tom talks about his expe- 
rience of driving a field ambulance from Hamburg to Arnhem)...and 
Montgomery came back. I was with Montgomery in the Middle East. 

Cw1: Ahh, that’s what that was. 

Cw2: When you carry a gun, you are fighting a war. 

DON: It all seems like a dream to me now; you know what I mean? 


This appears to be a striking example of the mixing of intentions of speaker 
and listener (Vice 1997). For example, Careworker 2 makes explicit reference 
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to a “soldier!”, while Careworker 1 imitates gunfire. The fact that this is loud 
enough to be audible on the film footage means that Don will have been 
aware that he was competing with the interchange on the other side of the 
room. In this context his reference to never being still’ — coming as it does 
between these two militaristic utterances — implies some resistance to his 
current situation. Possibly, it implies ‘I was never still like I am now”, ref- 
erencing not only his immobility due to recent surgery, but also that he is 
confined to a corner of the room while the care staff’s dialogue appears to 
exclude and dismiss him. Careworker 2 then delivers the line, “When you 
carry a gun, you are fighting a war”, at the same time that Don declares, “It 
all seems like a dream to me now...’ 

The juxtaposition of military metaphors here is particularly fascinating. 
While we do not wish to impose any kind of interpretative closure on this 
material, it adds to our growing awareness of the complex and multifaceted 
nature of communication in dementia care environments. Whether or not 
the carers borrow, consciously or unconsciously, from what they already 
know of Don’s story, the fact that such metaphors are chosen at all implies 
cultural resistance on their own part as well as Don’s. 


Heteroglossia: Subverting the other’s word 


Bakhtin’s concept of heteroglossia suggests how the dominant or ‘prestige’ 
organisational language of the care environment extends its control, while 
the subordinated language of the residents tries, in White’s words (1994: 
137), ‘to avoid, negotiate, or subvert that control’. Here, Olive, who featured 
earlier, draws on the presence of others to co-construct a form of dialogue 
which is more favourable to her own interests. This enables her to resist, at 
least momentarily, the prevailing regime of the care environment — one in 
which even the most basic physical functions are monitored and controlled 
by others. ‘The word does not’, as Bakhtin puts it, ‘exist in a neutral and 
impersonal language... but rather it exists in other people’s mouths, in other 
people’s contexts, serving other people’s intentions; it is from there that one 
must take the word, and make it one’s own’ (Bakhtin 1981b: 294). 

As the recording begins, Olive is sitting in the main lounge area with a 
group of other residents. Two researchers are chatting informally with mem- 
bers of the group. There are various other activities going on around the 
room. The general atmosphere 1s lively and the audio recording from which 
this extract is taken has a background of jumbled noise including fragments 
of speech, singing and TV noise. We join the interaction as a care worker 
(CW) approaches to speak to Olive: 


Cw: Olive, it’s your turn now; going to take you to the toilet and just check 
your pad 

OLIVE: Whu-hh? I just had — I had one 

CW: Just for five minutes... 
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OLIVE: Just for five minutes? 

Cw: Yes. 

OLIVE: Pve got somebody with me. 

CW: Yea. Pl take you to the — Pll take you to the toilet. 

OLIVE: To the where? 

CW: To the toilet... 

OLIVE: Parlour? 

cw: To the toilet 

OLIVE: I don’t want to go to the toilet. 

CW: TIl just check your pad. 

OLIVE: No. I know when I want to go to the toilet. 

CW: Yea... 

OLIVE: And I always go...I’ve gone this morning 

Cw: (cajoling tone) Olive, sometimes it needs checking it needs checking, 
y know? 

Sometimes it’s soaking wet, ‘cos it needs changing, needs changing, 

yea? 

OLIVE: I really don’t want to go. 

cw: You don’t want to go? 

OLIVE: No. 

OLIVE: (To the researcher) Do you want to go? 

RES: No, I’m all right. 


From the perspective of the biomedical model of dementia what is happen- 
ing here might be described as ‘non-compliance with personal care’, and 
viewed as a behavioural or psychological symptom of dementia (BPSD). 
Interpreted from the psychosocial perspective, it would be viewed as mul- 
tiple personal detractions (Kitwood 1997: 46) committed by the carer 
against Olive; for example, ‘imposition’ (‘going to take you to the toilet and 
just check your pad’), ‘stigmatisation’ (referring to her need for continence 
aids in front of others) and ‘invalidation’ (‘it needs checking/changing’). 
However, the care worker is clearly not responsible for the cultural regime 
of scheduled toileting but is put in the uncomfortable position of being 
required to implement it as a condition of her employment. The cajoling 
tone that the care worker adopts is evidence of a reluctance to persist with 
the ‘organisationally scripted’ interchange. In keeping with its generally 
apolitical stance, then, the psychosocial model is keener to point to the 
‘uncaring’ and ‘unhomely’ nature of care environments, than it is to rec- 
ognise that they are also workplaces where the rights of workers are fre- 
quently overlooked. 

There is also evidence of cultural resistance on Olive’s part; for example, 
she expresses autonomy, appeals to the researcher for solidarity and persists 
in the face of opposition. 

While we need to be reflexive about the difference that factors such as our 
own presence might be making, over time our becoming familiar with staff 
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led to a relaxation of any changes to their normal practice that might have 
been adopted for our benefit. We frequently noted, for example, that care 
staff came in already wearing rubber gloves and carrying packs of incon- 
tinence pads with them — something that falls well outside normal social 
behaviour. Olive seems to be resisting not only the suggested toilet visit but 
also a culture in which people can be subjected to this form of social embar- 
rassment in front of visitors. 


Conclusion 


Bakhtin's vision of carnival [...] is finally about freedom; the courage 
needed to establish it, the cunning needed to maintain it, and — above 
all — the horrific ease with which it can be lost. 

(Holquist 1984: xxi) 


We have argued in this chapter that neither the dominant biomedical model 
of dementia nor its psychosocial alternative provides a sufficient account of 
the complexity of communication by, and between, people with dementia 
and those who care for them. In particular, such models tell us little about 
the resources drawn on by people with dementia as social actors in order to 
make sense of the situations in which they find themselves, or to resist the 
ways in which they are constructed by others. 

The theory advanced in this chapter has emerged from in-depth encoun- 
ters with people with dementia in a variety of contexts and over a number of 
years. As ‘flies on the wall’ we have no doubt been party to many interactions 
that would simply be missed by less immersive research methods. We have not, 
however, found the participants in these studies to be either the hapless victims 
of disease or the psychologically needy recipients of care who populate famil- 
iar accounts of dementia. On the contrary, we have found numerous examples 
of courage, persistence and humour on the part of people living with dementia, 
in their attempts to subvert prevailing institutional norms and regimes. 

To date the emergent socio-political model of dementia has not drawn to 
any great extent on relevant inter- or trans-disciplinary fields. In this chap- 
ter, we have identified the work of Mikhail Bakhtin as having particular 
relevance. His concepts of the carnivalesque, dialogism, heteroglossia and 
polyphony seem to us to have much to offer this field. We do not, how- 
ever, wish to impose closure on the analysis of this data, nor do we sug- 
gest that Bakhtin’s work is the only source of theoretical value. Rather, 
we wish to see more theoretically informed debate on this subject. Study- 
ing the communicative strategies people with dementia adopt in order to 
keep dialogue alive — against odds which are often heavily stacked against 
them — is instructive. In this way, we may learn to reconstruct people with 
dementia as social actors, meaning-makers and partners in equal dialogue — 
the ‘laughing people’ described by Bakhtin who have always, collectively if 
not individually, prevailed in the face of adversity. 
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and co-conspirators 


The radical potentiality of 
eritical disability studies and 
critical dementia studies 


Hailee M. Yoshizaki- Gibbons 


Introduction 


Dementia is an unstable and elusive concept. Medical, social, political, eco- 
nomic, and cultural views of dementia at times intertwine and at other times 
conflict. Dementia is deeply medicalised as a ‘disease’ and a sign of “abnor- 
mal’ or ‘pathological’ ageing while also being historically and culturally 
constructed as an expected, ‘normal’ outcome of ageing (Ballenger, 2006; 
Kelley-Moore, 2010). It has been positioned as the anti-thesis of ‘successful 
ageing’ and yet there is a growing focus on ‘living well’ with dementia (Daff- 
ner, 2010: Gibbons, 2016; Martyr et al., 2018). Dementia is often viewed 
as an illness ‘without hope and beyond help’ (Gilliard et al., 2005, p. 574) 
while also being the focus of billions of dollars each year in research funds 
(Alzheimer’s Association, 2020). It is perhaps the most feared condition in 
modern society, but simultaneously it is an increasingly common human 
experience, a politicised identity, and a source of mobilisation and activism 
(Bartlett, 2012; Marist Institute for Public Opinion, 2014). The complexity 
of dementia has given rise to critical dementia studies, a field that seeks to 
‘think dementia differently’ (Sandberg and Ward, 2019). In this chapter, I 
contend that to think dementia differently, it is important to engage in rad- 
ical and disruptive collaborations with critical disability studies and other 
critical fields, recognise convergences between dementia and other social 
identities and locations, and co-conspire with feminist, anti-racist, postco- 
lonial, queer-crip movements. Despite Alison Kafer’s (2013) call for politi- 
cal, relational affinities and flexible alliances between disability and other 
social justice movements in her ground-breaking text Feminist, Queer, Crip, 
there has been little to no collusion or coalition-building between critical 
disability studies and critical dementia studies (Yoshizaki-Gibbons, 2018b, 
2021). I argue that integrating critical disability studies and critical dementia 
studies is essential and has the radical potential to create crucial coalitions 
that can change the social, political, and economic landscape for people 
with dementia and other devalued ‘bodyminds’ (Price, 2015). 

Building on Julie Avril Minich’s(2016) and Sami Schalk and Jina B. Kim’s 
(2020) work framing critical disability studies as a methodology rather than 
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a subject area devoted exclusively to the study of disabled people, I explore 
the radical potential of placing critical disability studies and critical demen- 
tia studies in conversation. Specifically, convergences between these criti- 
cal fields traverse disciplinary boundaries, uncover new critical analyses of 
dementia, old age, disability, and care, and expand possibilities for radical 
coalition-building. To illustrate, I consider how critical disability stud- 
ies theories, perspectives, and frameworks may be applied in new ways to 
dementia. Specifically, I focus on mental disability (Price, 2011), bodymind 
(Price, 2015; Schalk, 2018), debility (Puar, 2017), and crip-of-colour critique 
(Kim, 2017). In doing so, I elucidate how such an intersection furthers our 
understanding of the lived experiences of people with dementia, illuminates 
the structural and societal changes needed to work towards the collective 
liberation, and contributes to the emerging field of critical dementia studies. 


Disability studies and dementia: An elusive connection 


Broadly speaking, disability studies centres the study of disability from bod- 
ily, social, political, and economic perspectives, thereby countering individ- 
ualised, medicalised approaches to disability. The field emerged in the 1980s, 
primarily in the Global North, in conjunction with disability rights activism. 
Disability studies is a highly interdisciplinary field, integrating disciplines 
such as history, literature, philosophy, cultural studies, anthropology, soci- 
ology, and psychology. While disability studies has grown extensively since 
its inception, there has been limited scholarly or activist engagement with 
dementia. As Baldwin (2008) lamented, “The disability model of dementia 
is still relatively under-theorised’ (p. 223). Although there are notable excep- 
tions,! unfortunately, there has been insufficient progress in exploring demen- 
tia through disability studies. Shakespeare et al. (2019) observed, ‘Dementia 
and disability seem like planets spinning on different axes, their inhabit- 
ants aware of each other’s existence but apparently unable to communicate’ 
(p. 1075). This lack of attention to dementia is unfortunate given the poten- 
tial of disability studies as a transformative, liberatory field. As van Heuman 
(2012) argued, ‘Disability studies can provide valuable insights and applica- 
tions in reframing dementia because of its social explanations of disability, 
emancipatory nature, aim to interrogate and change elements of the disabling 
world, and interdisciplinary approaches’ (p. 109). Disability studies could 
expand through explorations of dementia, yet this connection remains elusive. 


From disability studies to critical disability studies 


In recent years, disability studies has been critiqued as a discipline for privi- 
leging dominant perspectives and failing to acknowledge race, gender, class, 
sexuality, age, and nation as categories of analysis that intersect with dis- 
ability (Bell, 2006; Erevelles, 2011; McRuer, 2006; Schalk and Kim, 2020; 
Yoshizaki-Gibbons, 2018b). Furthermore, as noted by Minich (2016) and 
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Schalk (2017), disability studies has been limited by reducing its scope to a 
specific subject of study—disabled people. Jennifer Eun-Jung Row (2022) 
explained: 


Until recently, scholarship in disability studies has emphasised that dis- 
ability is an object—the object of inquiry, of social, medical, or legal 
studies of deformity or aberrance. These approaches endeavor to probe 
the origins of, correct, cure, or even eradicate disability. Although 
well-intentioned, these approaches can unknowingly perpetuate and 
reinforce hierarchies of ableism—the belief that abled bodyminds are 
superior to disabled ones. 

(p. 87) 


This subject/object mode of inquiry has prevented disability studies from 
employing disability as an analytic or method to examine how particu- 
lar bodyminds—including those not generally understood or labelled as 
‘disabled’—are pathologised, stigmatised, and devalued across intersecting 
axes of difference. 

Such criticisms have led to the emergence of critical disability studies.” 
Critical disability studies is not seeking to merely replace or add to disabil- 
ity studies; rather, it seeks to expand and transform the field by emphasis- 
ing critical perspectives, engaging in intersectional analyses, and working 
towards social justice (Goodley, 2013; Meekosha and Shuttleworth, 2009; 
Minich, 2016; Schalk and Kim, 2020; Yoshizaki-Gibbons, 2018a). As noted 
by Minich (2016), a critical disability studies methodology ‘involves scruti- 
nising not bodily or mental impairments but the social norms that define 
particular attributes as impairments, as well as the social conditions that 
concentrate stigmatised attributes in particular populations’ (para 6). 
Whereas disability studies has predominately focused on disability and dis- 
abled people, critical disability studies seeks to examine how discourses, 
practices, and ideologies of ability and disability connect to broader, more 
expansive issues such as embodiment, self and identity, state and capitalistic 
violence, the environment, reproduction, healthcare, care and care work, 
and globalisation (Erevelles, 2011; Kafer, 2013; Minich, 2016; Schalk and 
Kim, 2020; Yoshizaki-Gibbons, 2020). Consequently, critical disability 
studies has produced important new insights into how disability is situated 
within overlapping and mutually constitutive systems of power, oppression, 
and resistance. Furthermore, critical disability studies has supported new 
approaches to and spaces for praxis, or the application of theory into activ- 
ism and practice (Goodley, 2013; Minich, 2016). 


An expansive, transformative approach 


Examining dementia through the social model of disability illustrates how 
critical disability studies is expansive and transformative. The social model 
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is useful as a case study because it is a foundational framework in disabil- 
ity studies and of the limited work that seeks to integrate disability studies 
and dementia, much of it focuses on the application of the social model of 
disability (e.g. Bartlett and O'Connor, 2010; Gilliard et al., 2005). The social 
model of disability contrasts the medical model of disability by locating 
the problem of disability in society (Oliver, 2009). Hence, the social model 
proposes that disability is socially constructed through prejudicial and dis- 
criminatory attitudinal, environmental, and structural barriers. In doing 
so, the social model distinguishes impairment—a functional limitation— 
from disability—a socially created system of oppression. This emphasis on 
disadvantages and restrictions caused by society has been used to organise 
for disability rights, including the rights for disabled people to live in the 
community, access public spaces and events, receive training and educa- 
tion, and work and earn a living wage (Llewellyn and Hogan, 2000; Wendell, 
1996). The social model has the potential to demonstrate how attitudinal, 
environmental, and structural barriers marginalise and disable people with 
dementia. Hence, it can be used to address prejudice and discrimination, 
and adapt environments to fit the unique needs of individuals with dementia. 
However, critical disability studies scholars have increasingly highlighted 
the limits of the social model and argued for a more expansive, inclusive 
approach to social and political change (Kafer, 2013; Meekosha and Shuttle- 
worth, 2009; Puar, 2015). These constraints and opportunities become appar- 
ent when the social model is considered in the context of dementia. A major 
challenge is that the social model was developed primarily by white, cis- 
heterosexual men with permanent, stable physical disabilities and excludes 
people with mental disabilities, chronic illnesses, and progressive or unpre- 
dictable disabilities (Price, 2011; Wendell, 2001). As noted by Shakespeare 
et al. (2019), ‘Because the social model was developed to account for the 
experiences of people with static physical impairments, it fails adequately to 
contextualise impairments which are associated with pain; with limitation; 
with frailty; and with degeneration’ (p. 1080). Furthermore, the social model 
distinguishes between impairment and disability, creating dichotomous, 
binary categories. As Kafer (2013) noted, ‘Although I agree that we need 
to attend to the social, asserting a sharp divide between impairment and 
disability fails to recognise that both impairment and disability are social’ 
(p. 7). In other words, impairment is also subject to socially constructed 
meanings and conditions related to difference, power, and oppression. For 
people with dementia, impairments such as memory loss and communica- 
tion difficulties are interconnected with social understandings of the self and 
personhood. The impairment/disability distinction under the social model 
also often leads to overlooking or neglecting the significance of impairment 
in disabled people’s lives, and the ways in which impairment may be disa- 
bling (Kafer, 2013). Impairments experienced by people with dementia, such 
as memory loss, disorientation, pain, and fatigue, cannot be alleviated or 
addressed solely through environmental manipulation and social change. 


Convergences, collaborations, and co-conspirators 189 


Additionally, the social model of disability is often used within disabil- 
ity rights movements in ways that support neoliberal capitalism. The social 
model reflects a generational system in disability studies, which focuses 
on youth and middle age and the roles associated with these life stages— 
specifically, education and employment (Priestley, 2003). These roles are 
deeply intertwined with neoliberal, capitalistic discourses of the normal, 
self-sustaining, successful citizen. The social model has been used to argue 
that the state must eliminate environmental and structural barriers for dis- 
abled people to engage in education and employment to become produc- 
tive and thus valuable citizens (Puar, 2017). This tactic further marginalises 
people with dementia, who are viewed as ‘too old’ and ‘too impaired’ to 
contribute meaningfully to society. Consequently, despite the expansion 
of disability rights and protections, people with dementia continue to be 
largely excluded from society. 

When dementia is centred, the limitations of the social model and rights 
frameworks become more apparent. Its inability to address issues of impair- 
ment and its entanglement with neoliberal capitalist ideologies constrain its 
usefulness when applied to dementia. To be clear, the field of critical disa- 
bility studies does not advocate for entirely rejecting the social model and 
rights frameworks due to its potential usefulness for addressing the attitudi- 
nal, environmental, and structural barriers disabled people face. However, 
critical disability studies offers a way to move beyond the social model of 
disability to expansively theoretically engage with the complexity of demen- 
tia, leading to richer and more disruptive analyses of dementia. 


Critical disability studies and dementia 


Despite the bodily, social, political, economic, and structural entangle- 
ments of disability and dementia, there remains a dearth of critical disabil- 
ity studies scholarship on dementia (Yoshizaki-Gibbons, 2018b). The lack of 
engagement with dementia in critical disability studies has several significant 
consequences. First, it limits intersectional analyses of dementia that are 
grounded in feminist, anti-racist, queercrip politics. Second, it deprioritises 
and makes invisible people with dementia who are further marginalised by 
race, class, gender, sexuality, and age (for further discussion of these intersec- 
tions see Chapters 15 and 16). Third, it maintains existing power structures 
and systems of oppression rather than achieve critical disability studies’ goal 
of ‘producing knowledge in support of justice for people with stigmatised 
bodies and minds’ (Minich, 2016, para 6). Additionally, dementia can develop, 
complicate, and transform critical disability studies due to its implications 
for theorising issues such as memory (Price, 2017; Yoshizaki-Gibbons, 2020), 
temporality (Kafer, 2013; Yoshizaki-Gibbons, in press), cognition (Dowse 
et al., 2009), selfhood and citizenship (Minich, 2014). Relatedly, centring 
people with dementia pushes critical disability studies to consider who is 
included and excluded from disability scholarship and political movements. 
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Thus, it is essential that scholars and activists apply critical disability studies 
theories and frameworks to dementia. Doing so will also do the crucial work 
of placing critical disability studies and critical dementia studies in conversa- 
tion with each other, serving as a foundation to coalition-building for ‘more 
accessible futures’ (Kafer, 2013, p. 169). In what follows, I examine demen- 
tia through four critical disability studies theories and frameworks: mental 
disability (Price, 2011), bodymind (Price, 2015; Schalk, 2018), debility (Puar, 
2018), and crip-of-colour critique (J. B. Kim, 2017). 


Mental disability and ‘demented’ bodyminds 


In recent years, debate has emerged over whether dementia should be cate- 
gorised as a disability (All-Party Parliamentary Group on Dementia, 2019; 
Shakespeare et al., 2019). While these debates have focused on semantic, 
functional, and legal definitions, critical disability studies urges exami- 
nations of language that do not only centre on meaning but also explore 
‘what our current articulations of disability are saying in the here and now’ 
(Titchkosky, 2001, p. 138) and moreover, how these articulations are 
grounded in social, cultural, and material realities. 

Dementia is predominately understood, medically and culturally, as an 
impairment of the mind. The very origins of the word dementia reflect this 
reality, as dementia is derived from the Latin ‘de mentis’ which means ‘out of 
one’s mind.’ In this regard, dementia is a ‘mental disability, defined broadly 
by Margaret Price as a disability located in one’s mind (2011, 2013). This 
classification is important, as Price deployed mental disability as a category 
of analysis, or a way of examining how certain minds are pathologised as 
‘unwell, ‘mentally ill, ‘demented,’ or ‘cognitively deficient,’ and how these 
constructions are rooted in categorisations of racialised, gendered, classed, 
aged, and nationalised difference (Price, 2011, 2015). Cultural constructions 
of women as ‘hysterical’ support patriarchal ideologies of gender and dis- 
ability that position women as weaker and mentally incapable without the 
support of a strong, rational male figure (Yoshizaki-Gibbons and O’Leary, 
2018). Shifting criteria for schizophrenia in the Diagnostic and Statistical 
Manual II emphasised hostility, aggression, and violence which led to Black 
men being over-diagnosed and placed in institutions for the ‘criminally 
insane’ (Metzl, 2010). In the context of dementia, ageist ideas that old peo- 
ple should be ‘nice, ‘docile, and ‘cooperative’ merge with ableist notions 
of people with dementia as ‘agitated, ‘unmanageable, and ‘combative’ to 
justify the overuse of anti-psychotics in dementia units of nursing homes 
(Mason, 2018). Similarly, a loss of cognitive control has been connected to 
a failure to normatively perform gender, at times resulting in an aggressive 
and dehumanising reinforcement of gender norms for people with dementia 
(Baril and Silverman, 2022; Sandberg, 2018). Such examples emphasise the 
mutually constitutive nature of mental disability across axes of difference 
and highlight its relevance to dementia. 
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In addition to serving as an analytic, mental disability is a collective cat- 
egory. It is intentionally broad in scope, challenging rigid systems of diag- 
nosis and categorisation that produce exclusions and limit alliances (Kafer, 
2013). Hence, mental disability has coalitional potential, uniting people 
with diverse bodyminds who are constructed as disabled, including Autistic 
people, people with psychiatric diagnoses, people who do not follow norms 
in terms of attention or learning processes, and, I would add, people with 
dementia (Lewiecki-Wilson, 2003; Price, 2011). Such a coalition unites peo- 
ple with different mental disabilities who have been segregated into silos 
based on diagnosis, medical treatment, and cultural discourses and ideol- 
ogies, yet who share experiences as people with stigmatised and devalued 
minds (see also Chapter 18, which strikes a note of caution about potential 
coalitions along these lines). 

Yet, dementia and other mental disabilities do not exist within disem- 
bodied minds. Whereas dementia is often associated with cognitive expe- 
riences such as memory loss, disorientation, confusion of time and place, 
disorganisation, and aphasia, various bodily experiences may also co-exist, 
including pain, mobility impairments, incontinence, and difficulty perform- 
ing rote tasks such as chewing and swallowing. These mental and physical 
manifestations intertwine and cannot be examined singularly. Dementia is 
not unique in this regard, as many mental disabilities involve a complex 
overlapping of the body and mind. 

Given this, Price (2011, 2015) highlights the usefulness of examining 
mental disability through the term ‘bodymind’—a term Price adopted to 
communicate the importance of mental disability as an analytic while also 
grappling with the complexity that the mind cannot be easily separated 
from the body. Under the Cartesian dualism of Western philosophy, the 
body and mind are considered distinct entities—a view that has been widely 
embraced in the Global North (Price, 2015). Indeed, mainstream disability 
studies has reflected this dualism by historically focusing on and privileg- 
ing the perspectives of those with physical disabilities while disregarding 
mental disabilities, including dementia. As a critical disability studies con- 
cept, bodymind seeks to challenge the differentiation between mind and 
body. As observed by Schalk (2018), the term ‘bodymind’ emphasises “the 
inextricability of mind and body and highlights how processes within our 
being impact one another in such a way that the notion of a physical versus 
mental process is difficult, if not impossible to clearly discern’ (p. 5). As a 
material feminist disability studies concept, bodymind has applications far 
beyond more traditional understandings of disability. For instance, Schalk 
(2018) considers how bodymind is a useful framework for examining the toll 
racism and white supremacy have on Black, Indigenous, and other People 
of Colour—a toll that manifests physically, mentally, and even at a cellu- 
lar level. Patsavas (2014) draws on the framework of bodymind to uncover 
how pain is not easily located within the body or the mind, but instead is 
a slippery concept that is simultaneously imbricated in the bodymind and 
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leaking, or occurring between, bodyminds. Thus, the theory of bodymind 
supports critical analyses of oppression, pain, trauma, and other human 
experiences. 

Applying the concept of bodymind to dementia reveals the ways in which 
certain aged and disabled bodyminds are constructed as ‘demented’—as 
bodies with minds that are so deeply impaired, one is unable to function or 
care for oneself, mentally and physically. The ‘demented’ bodymind is viewed 
as an empty body, a body without a working, logical, and productive mind, 
a body in which one is ‘trapped’ (Aquilina and Hughes, 2006). This classifi- 
cation of course applies to older people with dementia but it is also relevant 
to those of us labelled as insane, crazy, irrational, and psychotic. The very 
word ‘demented’ conjures images of older people staring at nothing as they 
sit in wheelchairs in nursing homes or patients in psychiatric wards shuf- 
fling around under the haze of intense psychiatric medications (Zeilig, 2013). 
While these cultural stories are troubling, such depictions also illustrate the 
structures to which those of us with ‘demented’ bodyminds are subjected, 
such as pathologisation, overmedicalisation, and institutionalisation. 


Dementia as debility and crip-of-colour critique 


The concept of bodymind is also useful when considering the ways in which 
dementia and dementia care are debilitating. Debility has emerged in recent 
years as a category that connects to and convolutes disability (Livingston, 
2005; Puar, 2017). Within Western medicine and American culture, debil- 
ity is widely associated with weakness, frailty, or infirmity. Consequently, 
the employment of debility as a theoretical lens in disability studies may 
initially appear to pathologise or re-medicalise impaired, injured, or aged 
bodyminds (Price, 2015). However, debility offers an opportunity to contex- 
tualise impairment. As Livingston (2005) noted, “Debility...has a history, in 
the sense that impairment and disfigurement arise out of particular junc- 
tures...and thus gives us insights into people’s historical experiences and 
changing assumptions about personhood and self” (p. 2). Similarly, Puar 
(2017) theorised debility as bodily injury and exclusion related to cultural, 
economic, and political factors. This conceptualisation seeks to disrupt the 
disabled/non-disabled binary by arguing that marginalised populations, 
such as Black, Indigenous, People of Colour, those in the Global South, and 
poor people, are often subjected to ongoing violence and trauma through 
state violence, colonisation, and imperialism. The impairments that arise 
out of these junctures are often not viewed as disability, as defined by 
Western, white neoliberal rights frameworks. These groups ‘may well be 
debilitated, in part by being foreclosed access to legibility and resources as 
disabled’ (Puar, 2017, p. xv). Thus, while the social model has been criticised 
for disregarding impairment, debility centres impairment. It allows us to 
consider the ways in which impairment is created by and subject to eco- 
nomic, political, cultural, and social forces. In this regard, debility follows 
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Kafer’s (2013) assertion that impairment, like disability, is subject to social 
meanings and assemblages but it is distinct due to its examination of how 
impairment via debilitation occurs over time and thus exists outside of abil- 
ity and disability categorisations and systems. 

Focusing on debility also uncovers the myriad ways that marginalised and 
vulnerable people are targeted for debilitation. Puar (2017) connects debil- 
ity to Lauren Berlant’s (2007) concept of ‘slow death, or the wearing out 
of populations experiencing structural inequality under neoliberal capital- 
ism. Schalk and Kim (2020) illustrate debilitation through the Flint Water 
Crisis. In Flint, Michigan, a predominately working-class, Black, post- 
industrial city, those in power elected to shift the residents’ water source 
from the treated Detroit Water and Sewage Department to the toxic and 
corrosive Flint River as an austerity measure. This water contamination 
debilitated children and adults through lead poisoning and exposure to 
harmful bacteria, which over time led to numerous physical and mental 
health issues, including neurological damage, cognitive decline, increased 
anxiety and depression, hypertension, and kidney and cardiovascular dis- 
ease. Thus, rather than presenting disablement as a one-time, traumatic 
event, debility highlights the ways marginalised people are vulnerable to 
ongoing violence and oppression (Morrison and Casper, 2012; Puar, 2017). 
Viewing debilitation as a process occurring over the life course complicates 
the disabled/non-disabled binary and creates new possibilities for explora- 
tions of people marginalised by gender, race, class, and age with a wide 
range of impairments who may not identify as disabled or be recognised as 
disabled by others or the state (Kafer, 2013; Puar, 2017). 

Relatedly, as highlighted by Puar (2017), debility provides a way to dis- 
rupt disability rights discourses grounded in the social model that further 
the power of the state, privilege dominant groups, and reify oppressive 
notions of productivity, value, and personhood. Critical disability studies 
has increasingly critiqued identity-based, rights-based frameworks as an 
avenue for social change (Schalk and Kim, 2020). Puar (2017) stated: 


Debility is...a crucial complication of the neoliberal transit of disability 
rights. Debility addresses injury and bodily exclusion that are endemic 
rather than epidemic or exceptional and reflects a need for rethinking 
overarching structures of working, schooling, and living rather than 
relying on rights frames to provide accommodationist solutions. 

(p. xvii) 


Neoliberal disability rights platforms reinforce the power of the state by 
allowing the state to define and determine the boundaries of the category 
of ‘disability’ and allocate rights, protections, and services accordingly 
(Puar, 2017). The state also has the power to decide the parameters of dis- 
ability rights laws and policies, and if, when, and how such laws and poli- 
cies are enforced. Moreover, rights do not equally benefit all members of a 
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marginalised group or protected class. According to Schalk and Kim (2020), 
rights-based frameworks “tend to primarily benefit the most elite occupants 
of any given identity category while prioritising assimilation into dominant 
institutions” (p. 43). Additionally, as Dean Spade (2015) observed, rights- 
based frameworks position the state as benevolent and protective. Hence, 
marginalised groups subject to state violence are excluded and invisibilised, 
and critical analyses of state violence are limited. Although disability rights 
have had a significant impact on disabled people in Western countries, 
particularly those who are white, male, well-educated, and physically disa- 
bled, debility refocuses our attention on people and groups who have been 
ignored by or ostracised from disability rights movements and are subject to 
ongoing suffering under neoliberal capitalism. 

In the context of dementia, rights-based frameworks would primarily 
benefit and support those who are able to access a diagnosis of Alzheimer's 
disease or related dementias, those who are considered to be in the “early 
stages” of dementia and retain normative abilities such as verbal commu- 
nication skills, and those in privileged categories of race, gender, and class. 
Such rights-based approaches fail to acknowledge those with dementia who 
are controlled, confined, brutalised, and debilitated by the state through 
slow violence and slow death, such as the rapidly increasing population of 
people with dementia in prison and other carceral systems or those in pov- 
erty and undocumented people with dementia unable to access welfare and 
similar supports. 

In addition to the limits of the neoliberal rights framework sponsored 
by the state, it is also essential to understand how dementia and dementia 
care are connected to state and capitalistic violence. Jina B. Kim (2017) for- 
wards a ‘crip-of-colour critique, which is ‘a mode of analysis that urges us 
to hold racism, illness, and disability together, to see them as antagonists 
in a shared struggle, and to generate a poetics of survival from that nexus’ 
(para 2). J.B. Kim (2017) further elaborates that a crip-of-colour critique 
centres precarious populations. In doing so, it understands the state not as a 
site of protection but rather a site of control, violence, and disablement and 
capitalism as a debilitating, deadly imperative. 

Furthermore, employing a crip-of-colour critique in the context of debil- 
ity allows critical disability studies and critical dementia studies to grap- 
ple with the complex ways in which dementia is intertwined with gender, 
racialisation, class, disablement, and deep old age, and how these matri- 
ces of oppression operate within neoliberal capitalism and state power. 
Dementia is often portrayed as a public health epidemic from which no 
one is ‘immune’ or ‘safe’ (Thompson, 2017). However, Puar (2017) argued 
that debilitation is ‘a practice of rendering populations available for statis- 
tically likely injury’ (p. xviii) and examining the demographics of people 
with dementia reveals that dementia is in fact unexceptional and endemic 
for marginalised groups. Approximately, two-thirds of people with demen- 
tia are women (Alzheimer’s Association, 2022). Additionally, older Black 
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people are about two times as likely and older Latinx people are about 
one and one-half times as likely to have Alzheimer’s disease or related 
dementias than older white people (Alzheimer’s Association, 2021). Recent 
research has connected dementia to stress, poverty, racism, pollution, and 
deprived living conditions (Kunkle, 2017; Wong, 2017), revealing the ways 
in which marginalised and vulnerable groups are subject to ongoing debil- 
itation under state and capitalistic violence that places them at risk for 
dementia in old age. 

For multiply marginalised elders, dementia may be the final form of 
debilitation, which marks them as the ‘living dead, and subjects them to 
institutionalisation—creating an opportunity for the medical industrial 
complex to profit (Behuniak, 2011; Yoshizaki-Gibbons, 2020). As a crip-of- 
colour critique highlights, institutionalisation is one way that the state and 
capitalism intersect to simultaneously provide older people with dementia 
and care workers with a means of survival while also subjecting them to 
debilitation, isolation, exploitation, and violence. As Puar asked, “What 
debilitated bodies can be reinvigorated for capitalism, and which cannot?’ 
(p. 153). Older women, particularly older women of colour, are increasingly 
confined in nursing homes, the majority of which are private companies, 
as their middle- and upper-class white peers opt for community-based 
care (Feng et al., 2011). Consequently, the gendered, racialised, and classed 
demented subject is transformed into a consumer of care, on local and 
transnational levels (Kolářová, 2015). This transformation is key in the pro- 
cess of debilitation and central to what Puar (2017) referred to as ‘the right 
to maim, or the right of sovereign power to impair or debilitate (compare 
to Robertson and Travaglia’s argument on necropolitics, Chapter 11). Puar 
(2017) further contextualised the right to maim, explaining, ‘Maiming is a 
source of value extraction from populations that would otherwise be dispos- 
able’ (pp. xviti-x1x). Although dementia is classified as a terminal disease, 
people may live anywhere from 1 to 20 years after diagnosis. In this liminal 
place between life and death, ‘useless’ and ‘unproductive’ old and demented 
bodyminds—the ‘living dead’—are converted into lucrative bodies that 
benefit the nursing home industry and medical industrial complex. 

Once people with dementia are incarcerated in nursing homes, they are 
excluded from society and subject to further maiming through placement in 
locked wards, physical or pharmacological restraints, neglect, abuse, and 
other forms of violence (further discussed in Chapter 12). Consequently, 
people marginalised by gender, race, and class with dementia experience 
an old age that is not the time of leisure, health, or opportunity society 
imagines—but rather one marked by shifting and intensifying forms of sur- 
veillance, discipline, and control. 

Furthermore, a crip-of-colour critique reveals how those who care 
for people with dementia are also often subject to debilitation and state 
violence. Approximately two-thirds of dementia caregivers are women 
(Alzheimer’s Association 2022; Bartlett and O’Connor, 2010), and in 
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institutional settings, many of these women are further marginalised by 
race, class, and immigrant status (Allen and Cherry, 2006; Khatutsky et al., 
2011). As noted by Puar (2017), ‘Caretakers of people with disabilities often 
come from chronically disenfranchised populations that endure debilities 
themselves’ (p. xvi). These multiply marginalised women often experience dif- 
ficult working conditions with increasing levels of bureaucracy and control 
due to state regulations. They frequently work for minimum wage, and with- 
out access to benefits such as paid leave, health insurance, disability insur- 
ance, or retirement packages. Consequently, neoliberal capitalism and the 
state exploit both sides of the care dialectic in dementia care—simultaneously 
contributing to the debilitation of people with dementia and their caregivers. 


Conclusion 


Although the social model of disability and other forms of mainstream dis- 
ability studies scholarship are useful for examining the attitudinal, envi- 
ronmental, and social barriers older people with dementia face, critical 
disability studies theories, perspectives, and frameworks offer new, expan- 
sive, and transformative ways to think about dementia. As noted by Ward 
and Sandberg (2019), ‘Ultimately, a move toward critical dementia studies is 
a chance to ask afresh what dementia means, what it does and the outcomes 
it has for people’ (para 5). In this chapter, I have sought to make a case for 
scholar-activists in critical disability studies and critical dementia studies to 
co-conspire and engage in liberatory, coalitional politics in order to think 
dementia differently. Placing critical disability studies and critical dementia 
studies in conversation is important for several reasons. First, it will fur- 
ther unsettle dominant cultural discourses and ideologies of devalued body- 
minds by drawing from diverse critical feminist, anti-racist, postcolonial, 
and queercrip critiques. Second, it will open possibilities for racialised, gen- 
dered, classed, and nationalised analyses of dementia, which are currently 
missing in mainstream disability and dementia studies. Third, it will chal- 
lenge disabling social structures and systems of oppression, thereby creating 
‘more accessible futures’ for older people with dementia, particularly for 
those with advanced dementia who are excluded by identity-based, rights- 
based, and citizenship frameworks (Kafer, 2013). Lastly, it will integrate 
disability and dementia political movements in important ways, such as cre- 
ating structures of care that foreground the social and material conditions 
of those giving and receiving care, working towards collective access in our 
communities (Hamraie, 2013), and seeking abolition of carceral systems, 
including nursing homes and other institutions (Ben-Moshe, 2020). The rad- 
ical potentiality of critical disability studies and critical dementia studies 
is infinite and can lead to new forms of scholarship and activism that uses 
intersectional politics to centre diverse older and disabled bodyminds as we 
work towards social justice. 
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Notes 


1 See Bartlett and O’Connor (2010); Gilliard et al. (2005); Shakespeare et al. (2019) 

2 It is essential to note that critical disability studies is intertwined with other 
critiques and expansions of disability studies, including feminist disability stud- 
ies (Kafer, 2013), feminist-of-colour disability studies (Schalk and Kim, 2020), 
materialist feminist disability studies (Price, 2015), black feminist disability 
studies (Bailey and Mobley, 2018), and transnational feminist disability studies 
(Erevelles, 2011). 

3 I selected theories and frameworks that I viewed as particularly relevant to 
dementia, but there are many others that may be useful for analysing demen- 
tia that I was unable to cover due to space constraints, such as crip theory 
(McRuer, 2006), curative time and curative violence (Kafer, 2013; E. Kim, 2017), 
compulsory able-bodiedness/able-mindedness (Kafer, 2013; McRuer, 2006), 
compulsory youthfulness (Gibbons, 2016), and collective access (Hamraie, 2013). 
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15 Thinking dementia differently 


Dialogues between feminist 
scholarship and dementia 
studies 


Linn J. Sandberg 


What does feminist scholarship have to offer dementia studies? Over sev- 
eral decades, feminist researchers have provided a wealth of knowledge on 
men and women's lives and the workings of gendered power asymmetries 
and other forms of oppression, both how they are sustained and challenged. 
A lot of this research has been and will continue to be of great value for 
studying things such as the organisation of formal and informal demen- 
tia care and the citizenship and everyday lives of people with dementia, of 
which a vast majority are older women (for some notable work on gender 
and dementia, see, for example, Boyle, 2019; Hulko, 2009; Proctor, 2001). 
Beyond this, feminist scholarship also provides a range of critical ‘tools’ for 
rethinking knowledge production, including the ways we may understand 
dementia as an Othered position and people with dementia as a marginal- 
ised or oppressed group. These ‘tools’ will provide the focus for this chapter. 
The overall aim is to engage in a critical dialogue between dementia studies 
and feminist scholarship. 

Some of the most perceptive analyses of illnesses and disabilities as social 
and political conditions have emerged from prominent feminist scholars, 
such as Patti Lather’s (Lather & Smithies1997) work on HIV/AIDS and 
Audre Lorde’s (1997) and Eve Kosofsky Sedgwick’s (1999) work on cancer 
to name but a few. Surprisingly, however, dementia has rarely been the cen- 
tre of feminist attention. Thus, it is my ambition to show some of the ways 
feminist work can be engaged with to critically think and rethink dementia. 

Needless to say, feminist studies is a broad terrain of concepts and the- 
ories and in this brief chapter I have been forced to limit my discussion to 
some sections of this terrain. Specifically, I focus on how feminist schol- 
arship invites us to think dementia through the lens of difference and of 
thinking dementia as a fundamentally political category and condition. 
I approach dementia and difference through two different feminist theo- 
retical genealogies. The first part of my argument draws on the work of 
feminist difference theorists to argue for dementia as difference. The second 
part of my argument draws on feminist standpoint theory and discusses 
differences between people with dementia and how people with dementia may 
be understood as holding ‘epistemic privilege’, a unique positioning from 
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which to understand cognitive ableism. The first part of my argument is sit- 
uated in a post-structuralist and post-materialist realm, focusing on ways of 
rethinking the cultural imaginaries of dementia. The second is to a greater 
extent emerging from materialist roots, inspired by Marxism and radical 
feminism. The focus of feminist standpoint theory is consequently on the 
different material conditions and lived experiences of people with dementia, 
including their experiences of oppression both from cognitive ableism and 
other forms of power asymmetries. 

My motivation for exploring these theoretical genealogies stems from the 
influential work of feminist philosopher Sandra Harding (1986) who maps 
out three different feminist epistemologies: feminist empiricism, feminist 
standpoint theory and post-modern feminist epistemology. Feminist empir- 
icism primarily seeks to remove gender bias and include women further in 
scientific research, and in terms of dementia this could, for example, involve 
including women in medical studies and women’s possibilities for a timely 
diagnosis. The latter two, in comparison, aim at more radical revisioning 
of knowledge production, something I find imperative for critical dementia 
studies. Consequently, although the two approaches discussed in this chap- 
ter are different in epistemological terms, they both allow dementia scholars 
to go beyond both the bio-medical realm and a liberal humanist realm that 
focuses on personhood, citizenship and human rights, and move towards a 
more critical knowledge production in dementia studies. 


Thinking dementia as difference: Beyond loss or ‘living well’ 


Are women different? Are people with dementia different? As suggested by 
feminist theorist Rosi Braidotti (1994, p. 148), ‘difference’ within feminist 
thinking is a site of intense conceptual tension’. For many feminists, from 
Simone de Beauvoir onwards, overcoming the devaluation and othering of 
women/femininity and achieving equality has been linked to the rejection of 
a purported difference/otherness of women. Difference has often been dis- 
missed by feminists as ‘a hopelessly “essentialistic” notion’, as formulated 
by Braidotti (1994, p. 148). Moreover, the rejection of difference, in the work 
of many feminists but also more broadly in liberal-humanist scholarship, 
could also be linked to the tarnished history of difference. In European fas- 
cism and colonialist projects historically, as well as in present-day populist 
right-wing discourse, the purported difference of racialised, indigenous and 
other minority populations has been used as the legitimation for subjuga- 
tion and even extinction of Others (for more applied discussions on other- 
ness and difference, see, for example, Chapters 7, 17 and 18 in this volume). 
However, for Braidotti and other feminist difference theorists such as Elis- 
abeth Grosz (1994) and Luce Irigaray (1985), the problem is not difference 
itself, but rather how difference is always constituted in negative and pejo- 
rative terms, as loss and lack. For feminists, these discussions have primar- 
ily centred on sexual difference and how the female body and subjectivity 
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have been equated with lack, loss and castration. But this is equally relevant 
in terms of other differences, such as ageing and/or disabled bodyminds 
(Roets & Braidotti, 2012; Sandberg, 2013; Shildrick, 2009; for a discussion 
of the concept of bodymind, see Chapter 14 in this volume). In their chapter 
on cognitive disabilities, Roets and Braidotti (2012) argue: 


Ever since modernity, a vision of the subject as a unitary and rational 
self is pursued in knowledge production and the aim has been to con- 
trol, govern and discipline the individual according to this norm. In this 
universalistic frame of reference, a binary logic of self-other reduces 
differences to a pejorative and disqualified phenomenon. 

(p. 164) 


However, instead of trying to do away with difference, feminist difference 
theorists have proposed an affirmation of difference. In these versions, dif- 
ference is not used as negation but as a proliferative and productive force —a 
way of thinking bodies and subjectivities as being set in constant processes 
of becoming. In the case of Braidotti, she is inspired specifically by a Deleu- 
zian approach to difference. As I will go on to argue, this kind of approach 
1s also useful for theorising the bodyminds of people living with dementia 
as it provides ways of acknowledging the embodied specificities and the dif- 
ferent subjectivities that may emerge when living with dementia illnesses, 
without being trapped within a framework in which these differences are 
either pathologised or assimilated into a cognitive ableist world. 

There is a long history of equating dementia with decline and loss and 
1t is thus very visible the way in which dementia is constituted in terms of 
negative difference and otherness. As discussed in several chapters in this 
volume, biomedicine and its focus on the degeneration of cognitive capac- 
ities have played a significant role in positioning dementia as primarily 
a matter of deterioration. But narratives of negativity and loss have also 
been perpetuated in cultural and media discourses, where the person with 
dementia has commonly been portrayed as abject or monstrous (Behuniak, 
2011; Peel, 2014, also Chapter 9 in this volume). Altogether this has fuelled 
what McParland and colleagues (2017) refer to as a ‘tragedy discourse’ on 
dementia. 

While discourses on ageing and later life have increasingly focused on 
successful/positive/active/healthy ageing, dementia has come to function as 
the unsuccessful underbelly of ageing (Gilleard & Higgs, 2013). Dementia is 
thus continuously portrayed as the most fearful state of ageing (Lock, 2013) 
and the ultimate example of ‘growing old “badly”” (Latimer, 2018). This has 
resulted in an increasing emphasis on managing and taking responsibility to 
prevent cognitive illness. Thus, the ‘ageing brain can be managed’ through 
brain exercises and life style choices, and the slide into the othered posi- 
tion of dementia can supposedly be avoided (Latimer, 2018). However, in a 
contemporary ‘neuroculture of healthy aging’, this also entails that those 
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who experience memory loss and cognitive impairments are continuously 
positioned as ‘failed’ and remain in a position as Other (Williams et al., 
2011, p. 242). 

To challenge the pervasive discourses centred on negativity, loss and 
tragedy, a new discourse of ‘living well with dementia’ has, over the years, 
emerged within academia, policy-making and civil society (McParland 
et al., 2017). This discourse seeks to underscore the remaining capacities of 
persons with dementia and how personhood may be sustained. Clearly a liv- 
ing well discourse is more positive, seeks to invoke hope and to shift the per- 
spectives on dementia from a terminal to a chronic illness, and to underline 
the normality of people with dementia. As argued by Kate Swaffer (2015, 
p. 4) who is living with dementia, to ‘re-invest in life’ poses a significant 
challenge to the pervasive approach that prescribes disengagement after a 
dementia diagnosis. Clearly, the emergence of a ‘living well with demen- 
tia’ discourse in many ways mimics developments within policies on ageing, 
chronic illness and disabilities more broadly. However, the surfacing of a 
living well discourse also carries with it a similar set of problems that has 
engaged critical gerontologists and disability scholars for some time. Simply 
that an emphasis on normality and the good life when living with illness/dis- 
ability/old age continues to rest on an obscuring and othering of those with 
the most severe conditions. As McParland and colleagues astutely point out, 
the living well with dementia discourse by and large focuses on a relatively 
agentic group of people with dementia, but still tends to exclude the most 
vulnerable and frail, including those residing in formal care: 


While the newly visible group of people living well with dementia strive 
to convince society that they are part of its normality, the more vulner- 
able group of people living with advanced dementia continue to epito- 
mise deviance, differentness or ‘otherness’. 

(McParland et al., 2017, p. 265) 


As McParland and colleagues go on to argue, the current dichotomising of 
dementia, as either tragedy or living well, does not rightfully reflect the com- 
plex experiences of people living with dementia and risks creating dividing 
lines between people with dementia who are understood as living success- 
fully and those who remain in the position of the failed Others, due to more 
severe forms of impairment. I suggest that what is essentially ‘the elephant 
in the room’ is difference. While it may seem as if a living well discourse 
provides a greater acceptance of difference, one may also argue that it is 
still largely invested in Western modernist and humanist ideals of relatively 
active, agentic, autonomous, and contained subjects. As such this discourse 
could not be considered a fundamental challenge to hegemonic subjectivity 
and cognitive ableism. Living well discourses are thus primarily assimila- 
tionist discourses that seek to underscore normality and sameness — ‘Look, 
they/we are just like us/you!’. 
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Moreover, one may argue that the living well discourse by and large imi- 
tates successful ageing discourses and their rejection of negative affects, 
including pain and suffering and abject embodiment (Bilow & Holm, 
2016; Sandberg, 2015). Just as the production of successful ageing implies 
the potential of failure, the emphasis on living well clearly indicates ‘living 
badly’ with dementia. The turn to positivity may as such become an impera- 
tive for happiness and the good life. Still, living with dementia also involves 
considerable suffering (Bartlett et al., 2017) and a ‘living well’ discourse 
may as such become a form of ‘cruel optimism’ to use a term coined by 
cultural theorist Lauren Berlant (2011). In Berlant’s words, ‘cruel optimism 
exists when something you desire is actually an obstacle to your flourishing’ 
(Berlant, 2011, p. 1). In the case of dementia, the struggle to ‘live well’ with 
dementia may then essentially lead to additional suffering when one cannot 
achieve this idealised state and overcome difference. 

So, what would it mean to turn to another version of difference, an 
affirmative version as proposed by feminist difference theorists? First, this 
would enable ways of thinking dementia neither from the perspective of bio- 
medicine as a pathological difference nor through an assimilationist lens 
which risks effacing the embodied and lived specificities of the experience of 
dementia. This would allow for radically new ways of imagining dementia 
beyond dichotomised approaches of decline/loss/tragedy or living well. 

Second, thinking dementia as affirmative difference would enable ways 
of thinking subjectivity in new and more radical ways. Historically, sub- 
jectivity in dementia has predominantly been defined in terms of loss or 
unbecoming (see discussion in Chapter 6). There has since the end of the last 
century been significant work done to challenge these definitions, primarily 
by underscoring how subjectivity in dementia may be sustained in social 
interactions and by others supporting or ‘holding’ the person with dementia 
in their identities (Hydén et al., 2014; Kitwood, 1997). Still these alternative 
versions of subjectivity, beyond loss, do not fundamentally challenge the 
premise of Western hegemonic subjectivity as singular, stable (enduring) 
and primarily built on cognitive capacities. Turning to feminist difference 
theorist such as Braidotti would, in contrast, promote ways of thinking ‘the 
subject as a multiple, open-ended and interconnected identity that occupies 
a variety of possible subject positions, at different places (spatially) and at 
different times (temporally), across a multiplicity of constructions of self 
(relationality) (Braidotti, 1994, p. 158). This kind of construction of sub- 
jectivity is not bound to reinforcing continuity with an assumed stable self 
from the past, but instead allows bodyminds in dementia to go in new and 
unforeseen directions, to become different from what they were, without 
being ‘lost’. This kind of approach to dementia as difference resonates with 
the argument of Ward and Price (2016, p. 167) who suggest that experiences 
of dementia sometimes involve ‘loosening of the customary ties to social 
convention’ which may in turn open up to the possibilities of exploring ‘hid- 
den, forgotten, or quite new aspects of self and identity’. In more concrete 
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terms, dementia could, for example, entail ‘forgetting’ heteronormativity 
and enable new and different gendered and sexual subjectivities to emerge 
(Baril & Silverman, 2022; Capstick & Clegg, 2013; see also Chapter 17 in this 
volume). 

Third, turning to feminist difference theorists to think dementia is also a 
way to further explore and emphasise dementia as embodied. For feminists, 
embodiment has surely been a site of potential trouble and concern. Since 
women have often been reduced to their bodies and biological determin- 
ist and essentialist arguments have been frequently used to legitimise the 
subordination of women, many feminists, including feminist scholars, have 
been prone to evade the material specificities of gendered and sexed bodies 
(Lykke, 2010). This in many ways parallels developments within disability 
studies as well as social and cultural gerontology and dementia studies. 
Almost two decades ago, feminist gerontologist Julia Twigg (2004, p. 59) 
argued that the attempts of social and cultural gerontologists to challenge 
the dominance of the bio-medical paradigm and its focus on physiological 
and pathological aspects of old age had effectively resulted in the avoidance 
of the ‘topic of the body’. A parallel tendency can be seen in the history 
of dementia studies where person-centred approaches have tended to focus 
on social interaction in ways which have often overlooked embodiment 
(Kontos & Martin, 2013). Although things have changed in the last decades 
in feminist studies as well as gerontology, disability and dementia studies, 
the fear of biological determinism when turning to questions of embodi- 
ment still seems to linger in many instances. However, turning to feminist 
difference theorists offers non-deterministic and non-essentialist ways of 
understanding embodiment and corporeality in dementia. This implies 
regarding dementia as a site for the production of embodied difference, not 
as being different but constantly in a process of becoming different from 
itself. This includes attending to the materiality and the plasticity of brains 
with dementia, but also how technological assemblages such as robot care 
protheses might enable embodied becomings in dementia (DeFalco, 2018; 
Jenkins, 2017). Moreover, disorientation and ‘getting lost’ as very concrete 
embodied manifestation of dementia position people on a different slant, in 
a different positioning, from which the world can be approached and knowl- 
edge produced (Ward et al., 2022). This leads me to my next discussion on 
difference, where I argue that the different standpoints that people with 
dementia inhabit need to be put at the centre of knowledge production in 
dementia studies. 


The different positionalities of dementia: Thinking through 
feminist standpoint theory 


So far I have discussed feminist difference theorists and how their attempts 
to formulate affirmative versions of difference may be useful to dementia 
studies. But difference has also figured in other ways in feminist research, 
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as differences between women (and other subjugated groups) and how inter- 
sections of various power asymmetries affect and shape women's lives dif- 
ferently. In the discussion that follows, where I discuss differences between 
people with dementia, I will particularly draw on the theoretical genealo- 
gles of feminist standpoint theory to argue for these different experiences of 
oppression to form the basis of knowledge production in dementia studies. 

Among those living with dementia, does it matter whose voice is ampli- 
fied? A central question for feminist studies has been whose voices get heard 
and listened to and who are understood as legitimate subjects of knowl- 
edge. This question is of great relevance also to dementia research where 
historically people with dementia were not included and heard in their 
own voice. Since people with dementia were not historically (and often 
still are not) understood as capable of accounting for their own lives and 
experiences, instead the accounts of scientists, professionals, families and 
carers have repeatedly been those which are heard and prioritised (see 
Chapter 4). Indeed, understandings of people with dementia as not lucid or 
coherent enough to be involved and questioned about their views reflect a 
longer history of disregarding the voices of disempowered groups. As sug- 
gested by Proctor (2001), the reasons for not including the perspectives of 
people with dementia in research have been the very same as those used to 
exclude people with mental health problems, children, people with learning 
difficulties and women: ‘In fact almost every oppressed and disempowered 
group in society’ (p. 362). 

However, a growing emphasis on citizenship, agency and self-determina- 
tion in the last decade has meant that people with dementia are increasingly 
involved in research, policy-making and advocacy. Still, as noted in the 
introduction to this volume, the use of the category “people with dementia’ 
tends to overlook how this collective is not one and the same but located 
differently in relation to power and privilege depending on social location 
(Hulko, 2009). This raises further questions about who among the vast 
group of people with dementia gets to have a voice — who is heard and repre- 
sented not only in research but also in policy and advocacy. (See for example 
discussion on whiteness and race in Chapter 8.) Moreover, from a critical 
perspective, one may also question to what extent bringing people with 
dementia into research in its current forms alters existing ‘regimes of truth’ 
as Foucault (1993) terms the discursive production of some knowledges as 
truths. Does the involvement of people with dementia as participants and 
co-producers effectively challenge the dominance of biomedicine or do 
these voices merely become supplemental at best or tokenistic at worst? 

However, turning to feminist standpoint theory goes beyond the mere 
involvement of people with dementia and offers a more radical epistemo- 
logical shift in dementia studies. This entails an understanding of people 
with dementia as a subjugated group who due to their specific positional- 
ity hold an ‘epistemic privilege’. This ‘epistemic privilege’ is particularly 
held by those living with dementia who are also experiencing other forms 
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of oppression and systemic injustices, including but not limited to sex- 
ism, homophobia, racism, poverty and precarity. This notion of epistemic 
privilege refers to the central idea in feminist standpoint theory: that the 
standpoint of the oppressed is a privileged vantage point from which to 
theorise, an idea which originated from Marxist theory (Hartsock, 2004; 
Smith, 1974). This implies that women, either in general terms or in more 
specific terms such as black women, third-world women or women workers, 
are understood as carrying specific knowledge and insight into the work- 
ings of gendered power asymmetries (Collins, 1986; hooks, 2000; Lykke, 
2010). As argued by Sandra Harding (1993, p. 54), although those in a dom- 
inant position in a society may have the best of intentions, “the activities 
at the top both organise and set limits on what persons who perform such 
activities can understand about themselves and the world around them’ 
(Harding, 1993, p. 54). Standpoint theory thus advocates a radical shift 
where “the activities of those at the bottom of such social hierarchies can pro- 
vide starting points for thought — for everyone’s research and scholarship — 
from which human relations with each other and the natural world can 
become visible” (p. 54). This epistemological approach has subsequently 
been the foundation to emancipatory feminist methodologies such as insti- 
tutional ethnography (Devault, 2006; Smith, 2005), memory work (Haug, 
1987) and feminist autoethnography (Stanley, 1992). 

Bringing the standpoint approach into dementia studies would entail a 
radical shift in terms of knowledge and truth in relation to dementia. If 
currently the perspectives of people with dementia are often dismissed or 
at best understood as supplemental to the hegemonic knowledge regimes 
of medicine and the health sciences, a ‘demented’ standpoint would turn 
the existing order on its head. I am very aware of the problems of the term 
‘demented’ and how it functions to stigmatise and dehumanise people living 
with dementia (Sabat et al., 2011). Still I am using the term ‘demented’, rather 
than for example standpoint of the person with dementia, as a conscious 
provocation to underscore how some people considered ‘out of their minds’ 
are systematically positioned as Other, too different, to have their perspec- 
tives positioned at the centre of knowledge production. A ‘demented’ stand- 
point is a way to recast dementia from a medical category to a political one, 
and to prioritise the perspectives of people with dementia before those of 
professionals, the health sciences and medicine in ways which have hitherto 
been regarded as unthinkable. While few today would dispute women in 
general terms as rational and capable of knowledge, people with dementia, 
in particular women and others on the margins living with dementia, are in 
society dominated by cognitive ableism still not understood as legitimate 
producers of knowledge. As such, the ‘demented’ standpoint is a necessary 
and long overdue intervention in research on dementia, which parallels the 
emergence of terminologies such as queer, crip and mad in other critical 
fields. However, the term ‘demented’ standpoint should be seen as provi- 
sional, reflecting the current absence of a critical term coming from within 
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dementia activism, and should preferably in the future be substituted with a 
terminology of critical activists themselves. 

Notably, my proposal to further introduce standpoint theory into demen- 
tia studies is not only parallel to feminist scholarship but also to develop- 
ments within the field of mad studies, which has emerged and solidified in 
the last decade (see, for example, LeFrangois et al., 2013). Mad studies, in 
a similar vein as critical dementia studies, takes its inspiration from other 
critical fields such as disability studies, feminist, queer studies, decolonial 
and postcolonial studies and challenges the dominance of bio-medical psy- 
chiatry for understanding mental illness. As argued by Faulkner (2017), 
experiential knowledges by survivors and mental health users are key to this 
transformative research agenda and are closely linked to peer support and 
collective knowledge building as political acts: 


Telling our stories and listening to each other’s stories is the cornerstone 
of peer support, empowerment and recovery. But it is also a political 
act and begins the process of creating and building our experiential 
knowledge. 

(Faulkner, 2017, p. 13) 


In disability studies more broadly disabled people have themselves been 
conducting research and the phrase ‘nothing about us without us’ has been a 
guiding principle for many decades (Charlton, 1997). Although people with 
dementia are now increasingly employing this term, particularly in contexts 
with strong self-advocacy movements such as in the UK, the role and signifi- 
cance of experiential knowledge have been much more marginal in dementia 
studies in other parts of the world. Moreover, voices of people with demen- 
tia are often emerging from the most articulate within dementia communi- 
ties and on established platforms such as Alzheimer’s Disease International, 
often aligned with discourses of agentic citizenship. A ‘demented’ stand- 
point would, in contrast, seek to centre the multiply marginalised and start 
from other modes of knowing than verbal articulations and recalling, points 
I will develop in the following section. 


Limits and challenges to a ‘demented’ standpoint: Towards 
situated knowledge and imagination in dementia studies 


While a ‘demented’ standpoint could be a significant critical intervention in 
dementia studies, there are some evident challenges and unresolved issues 
coming with this position. 

First, it is worth noting that feminist scholarship, similarly to many other 
critical fields, has emerged and been based in the needs and interests of the 
oppressed group. A ‘demented’ standpoint should thus be the outcome of 
people with dementia as an epistemic community, not that of researchers as 
suggested above. It is also worth noting how feminist standpoint theorists 
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differentiate between a feminist standpoint and a wmen's viewpoint. Nancy 
Hartsock (2004) does, for example, underline that a feminist standpoint is 
something achieved through political consciousness-raising and cannot 
simply be understood as women's everyday experiences. 

This is an evident challenge when it comes to critical dementia studies. 
In the last decade, there has been a rise in dementia advocacy movements 
in places like the UK, Australia and Canada, driven by people with demen- 
tia themselves. Although these movements have also made impressions on 
the research agenda, they are still marginal and very unevenly distributed 
across the globe. One may also ask whether these movements by definition 
contribute to transformative knowledge. As Orulv discusses in Chapter 18 
of this volume, for the self-advocates participating in her research obtaining 
a medical diagnosis has been of the utmost importance and they do not 
refute a cure for dementia (in contrast to for example the existing movement 
of activists or self-advocates with autism or other neurodiversities). Conse- 
quently, the formation of an epistemic community of people with dementia, 
which aligns with other disability movements (Shakespeare et al., 2019) and 
focuses on dementia in terms of oppression, is still missing in most places. 
Is it thus possible to move towards a ‘demented’ standpoint, when the col- 
lective critical mobilising of people with dementia and the formation of a 
critical epistemic community are largely absent? 

Moreover, my call for a ‘demented’ standpoint needs to be referred back 
to the questions and concerns I raised earlier in this chapter: who within 
current dementia advocacy and within dementia research is heard and lis- 
tened to? And is a term such as ‘people with dementia’ useful or is it too 
homogenising and risks overshadowing the different positionalities within 
the group? Early feminist standpoint theorists’ unreflexive use of the notion 
of women has been critiqued for overlooking the diversity and difference 
among women and over the years the feminist standpoint has increas- 
ingly been revised to encompass intersectionality and difference. Similar 
questions also need to be posed to the ‘demented’ standpoint — what con- 
stitutes the standpoint: the diagnosis, the community, a political position 
or something else? And what is the shared positionality of dementia across 
differences such as gender, race, class and age? The evident limits of stand- 
point theory, in particular the risks of homogenising and essentialising the 
oppressed subject and obscuring differences within the oppressed group, in 
turn also reflect the potential limits of a ‘demented’ standpoint. 

An alternative to the ‘demented’ standpoint could be Donna Haraway’s 
(1988) concept of ‘situated knowledge’. This could provide a way of avoiding 
standpoint theory’s totalising gestures and instead point to the fragmented 
and contradictory experiences of people with dementia across different 
social locations. Haraway’s concept has emerged in close dialogue with 
standpoint epistemologies including Sandra Harding’s concept of ‘strong 
objectivity’ and shares assumptions of standpoint theory that claims for 
truth are always partial. As Haraway argues, knowledge production is always 
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dependent on the embodied ‘sites’ and ‘sights’ of the researcher and research 
participants — and as such there is no neutral point from which truth can be 
observed. However, situated knowledge draws to a greater extent than clas- 
sical standpoint theory on a post-structuralist epistemology and its focus 
on multiple co-existing narratives of the world. This should not be under- 
stood as a recourse to relativism. Instead, the concept proposes a form of 
strong objectivity through the combination of multiple heterogenous narra- 
tives. From this, it is not one singular ‘demented’ standpoint which is hold- 
ing epistemic privilege, but the multifarious standpoints of subjects with 
dementia of different social locations. In the words of Mark Stoetzler and 
Nira Yuval Davis (2002, p. 315), this kind of approach to knowledge ‘views 
the process of approximating the truth as part of a dialogical relationship 
among subjects who are differentially situated’. This perspective is concom- 
itant with a more intersectional turn in dementia studies and would also 
further acknowledge how people living with dementia may be situated at the 
intersections of both privilege and marginalisation (Hulko, 2009). Situated 
knowledges thus draw on the strengths of standpoint theory’s ‘bottom-up 
approach’ and its challenge to universal and decontextualised knowledge, 
but they also open up to multifarious, local, contextual, unstable and frag- 
mented ‘demented’ standpoints. 

Another limitation of standpoint theory, as well as the sister theory of 
situated knowledge, is how they do not really go beyond rational faculties 
and to a great extent prioritise rational agentic subjects who may produce 
coherent narratives of their lives and experiences. One may thus argue that 
feminist standpoint theory, for example, is a largely cognonormative episte- 
mological approach and as such of limited use to research involving people 
with cognitive illness. I thus propose that a more feminist dementia studies 
is not only about knowing differently but also about the uses of imagination. 
Dementia studies is not only in need of thinking through situated knowl- 
edges but also ‘situated imagination’, as introduced by Mark Stoetzler and 
Nira Yuval-Davis (2002). Situated imagination, emerging in close dialogue 
with standpoint theory, is a concept that attempts to position imagination 
‘at the heart of the construction of all kinds of knowledge’ (p. 321). Any 
kind of knowledge is ultimately tied to our potential for imagining, and 
imagination is both something that transgresses and creates boundaries. In 
the words of Stoetzler and Yuval-Davis (2002, p. 324), the creative force of 
imagination is thus both ‘the source of freedom, change and emancipation 
as much as a source of the borders and boundaries that emancipation wants 
to challenge’. While imagination is often primarily thought of in individ- 
ual terms, situated imagination should, similarly to the concept of situated 
knowledge, be understood as both individual, based on a corporeal and 
affective reality, and social and collective, based on a wider political land- 
scape. Notably, the significance of imagination is increasingly recognised 
in dementia studies, in particular studies that draw on arts-based method- 
ologies (Ward et al., 2021; Zeilig et al., 2014). However, this research rarely 
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acknowledges the social and political dimensions of imagination and how 
imagination is shaped and conditioned by social positioning. Situated imag- 
ination is, in contrast, a more critical position that allows for what Hulko 
refers to as ‘alternative worldmaking’ on dementia (see Chapter 16 in this 
volume). This kind of endeavour is a way of imagining dementia differently, 
centring the voices and imaginings of people with dementia most on the 
margins, beyond ageist, ableist, colonialist and sexist knowledge regimes 
on dementia. 

Thinking from the epistemological positions of situated knowledges and 
situated imagination also leads to questions of critical methodologies in 
dementia studies (which we discuss further in Chapter 19). A lot of emanci- 
patory feminist research as well as qualitative research in dementia studies 
has been based on methods that rely on the capacities to remember, retell 
and produce coherent narratives. To incorporate different voices and to cen- 
tre imagination further would also require further exploration of creative 
methodologies, including methods where the researchers are willing to chal- 
lenge the control and authority in the research process further. 

Moving towards more situated knowledges in dementia also requires 
careful consideration of how those with dementia being most on the mar- 
gins become increasingly involved. As argued by Capstick and Njoki (2020), 
recruitment of people with dementia for research is often very difficult, in 
particular when recruiting from marginalised groups. In the process of 
recruitment, time is thus crucial in order to build relationships and rap- 
port and for researchers to become accomplices, as formulated by Hulko 
in Chapter 16. Another crucial aspect is the situatedness of researchers in 
dementia studies. To what extent are people’s own experiences of ableism, 
heteronormativity and racism for example made present in the field of 
dementia studies? Having more researchers with experiences of neurodiver- 
sity or who are part of various queer, disabled or ethnic minority commu- 
nities may both enable recruitment and impact on the knowledge produced. 
The situatedness of researchers also inevitably impacts, as clearly illustrated 
in Chapters 8 and 18 in this volume. 

Finally, more creative and critical methodological discussions are also 
vital to enable critical epistemic communities to emerge. Researchers in 
dementia studies may for example support the formation of feminist groups 
for women with dementia or decolonial dementia spaces where indigenous 
understandings and knowledges on ageing and memory loss are centred and 
‘welcomed in’ (Changfoot et al., 2021). It is also notable how perspectives 
from Western countries predominate in dementia studies (which is also 
reflected in this volume). To resist dementia as a decontextualised and ahis- 
torical phenomenon, there is a need to strengthen the perspectives from a 
wider non-Western context and to foster ‘transversal conversations’ (Lykke, 
2020) between differently situated people with dementia from different 
parts of the world, perhaps facilitated by researchers as accomplices in these 
conversations. 
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In this chapter, I have introduced two feminist theoretical genealogies and 
how they may offer critical dementia studies ways of thinking and rethink- 
ing dementia and difference. The aim has been to show how feminist schol- 
arship is useful, not only to study gender and dementia, but how it also 
provides critical tools for dementia researchers in a broader sense, to ana- 
lyse dementia as a political category, linked to wider questions of Other- 
ing and oppression. As argued in several chapters in this volume, existing 
research on dementia remains to a great extent apolitical, does not challenge 
the basic premises of mainstream academic and policy discourses, and often 
reinforces whiteness, coloniality and heteronormativity (see, for example, 
Chapters 7, 8, 16 and 17). Feminist scholarship (together with other critical 
scholarship) is useful as it urges us to ask more critical questions in dementia 
studies, including: who is understood as a legitimate producer of knowledge, 
what kinds of knowledges matter and how may we reimagine the dominant 
cultural imaginaries of dementia? Dialogues with feminist scholarship thus 
invite us to conceptualise dementia differently, which opens up other ways 
of doing research. 

I have chosen to focus specifically on difference in this chapter because it 
is such a contentious issue in both feminist scholarship and dementia stud- 
ies. I see some evident parallels in how some feminists have sought to evade 
the otherness of women by emphasising sameness and how person-centred 
dementia scholars and campaigners have fought hard to normalise and 
advocate for the sameness of people with dementia. But what is then the 
standing or status of those with more severe cognitive impairments, who are 
too dependent, too frail, too different to be fully incorporated into a West- 
ern liberal-humanist framework with its hegemonic subject characterised 
by autonomy, rationality and control? But, as I have argued, feminist schol- 
arship, in the versions of both difference theorists and standpoint theorists, 
also points us in other directions where social, material and embodied differ- 
ence is understood in political terms and where difference is not ultimately 
tied to otherness. I also see some evident parallels between homogenising 
notions ‘women’ and ‘people with dementia’ which have overshadowed dif- 
ferent positionalities. Feminist dementia studies thus needs to find ways of 
doing research that further involve the most marginalised within dementia 
communities. 

Although the aim of this chapter has primarily been to outline possible 
theoretical directions, this has also led me to raise questions on methodol- 
ogy. In the future, I hope to see more exploration of how feminist emanci- 
patory methodologies, which challenge objectifying, uniform and detached 
knowledge production in favour of subjective, diverse and situated knowl- 
edges, have been or can be used in studies of dementia. But as a lot of femi- 
nist work is based on a cognonormative framework, I also see how feminist 
dementia scholars will invigorate methodological discussions and point to 
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new and different ways of doing research, where situated knowledge as well 
as situated imagination is explored. 
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16 Revolutionising dementia policy 
and practice 


Guidance from “the memory 
girl’, an accomplice 


Wendy Hulko 


Accomplice: One who aligns with equity-seeking groups and minoritised 
peoples, takes direction from the members and/or leaders of said groups, 
and actively assists in their social, economic, and climate justice efforts 
without undue regard for personal risks and/or benefits. While allies often 
self-identify, this is insufficient for accomplices. See also consensual ally 
(Hunt & Holmes, 2015) and co-conspirator (Garza, 2016). 

Revolutionise: Bring about a new social order that is radically different 
from the preceding one. 


The Memory Girl: 
After the others had said hello [to Nancy at her 87"" birthday party], 
I came over and said hello and she greeted me warmly by name and 
then exclaimed “you're the memory girl”. I reminded her of why I was 
there — to observe and take pictures and at mention of the pictures, she 
said with a grin “and III say I don’t remember.” 
(Hulko, 2004, p. 165) 


The aim of this chapter is to demonstrate how critical perspectives can be 
integrated into dementia policy and practice and revolutionise the way we 
work with persons living with dementia, their families, and communities. 
Drawing on insights from anti-colonial, intersectional feminist, queer, crit- 
ical race, and disabilities scholars working alongside or at the margins of 
dementia care, as well as my own research, practice, and teaching experience 
in Canada, this chapter offers concrete guidance for students, practitioners, 
and policymakers wanting to change the current social order with respect 
to dementia policy and practice. Readers will be guided towards becoming 
accomplices in efforts to change the systems, structures, and discourses that 
limit the possibilities of sur-thrivance (McNeil-Seymour, 2017) for persons 
with dementia and their families. These concepts will be discussed in more 
depth below. 

This chapter is a ‘worldmaking’ endeavour, informed by Duong’s (2012) 
conceptualisation of queer worldmaking: ‘the making of a commons, itself 
realisable only through claims for a common world that does not yet exist, 
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which is technically unimaginable but nevertheless retained as a possibil- 
ity’ (p. 379). The world that the contributors to this book and others are 
engaged in making is one in which persons living with dementia are seen and 
heard — in all their diversity and complexity — and their contributions to 
those in their midst and the world at large are acknowledged/celebrated. In 
this world, dementia is ‘welcomed in’ (Changfoot et al., 2021). This requires 
seeing agency ‘along different registers and temporalities...[and] orienting 
and attuning to others “altered subjectivities””, which Changfoot et al. (2021, 
pp. 5—6) frame as a means of cripping and queering ageing and dementia. At 
the same time, it is helpful to view dementia as a bio-psycho-social phenom- 
enon rather than a neurocognitive disorder and persons living with demen- 
tia as a heterogenous group of people, who have a number of identities and 
affinities. 

Building on previous chapters identifying the limitations of historical 
and contemporary approaches to dementia, and proposing instead the 
adoption/integration of critical gerontology, critical disability studies, anti- 
racism, feminist theory, and posthumanism, this chapter proposes a criti- 
cally informed/engaged praxis. It starts with a note on terminology and a 
brief introduction to anti-oppression gerontology, including the key concepts 
of agency, equity, resilience, and resistance, as well as the use of counter- 
storytelling methodology (Hulko et al., 2020). The counter-story! of Harpreet 
and Olive is woven throughout this chapter so that readers see Harpreet’s 
growing appreciation of Olive, first as a person and then as a citizen, and her 
gradualadoptionofamorecritical/radicalapproachtodementiathat prepares 
her to serve as an accomplice. Along with presenting ‘facts about dementia’ 
and highlighting counter-hegemonic knowledges, I demonstrate how anti- 
oppression gerontology (AOG) — which is informed by anti-colonialism, 
critical race, queer theory, critical disabilities, and intersectional feminism — 
can be applied to practice. This shows how critical dementia studies has the 
potential not only to revolutionise dementia policy and practice but also to 
destabilise the dementia subject. 


A note on terminology 


Secwepemc two-spirit scholar and activist McNeil-Seymour uses sur- 
thrivance to signal the possibility that survivors of trauma may thrive, as well 
as survive. This includes Indigenous people for whom the cognate term ‘sur- 
vivance’ was conceptualised in an effort to reject or destabilise the ‘victimry’ 
poured onto Indigenous people; however, sur-thrivance has been adopted 
by trans folk too (McNeil-Seymour, 2017). Perhaps, then, this concept can 
be applied to persons with dementia — whether they be Indigenous and/or 
trans or two-spirit or not — as they too continue to be positioned as victims — 
of a ravaging disease — with no hope of further growth and development. 
An accomplice would necessarily reject such framing and instead align 
with persons with dementia to eradicate the ‘malignant social psychology’ 
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(Kitwood, 1997) surrounding them and the ageism and ableism and other 
systems of oppression at its core. Accomplice and related terms like 
co-conspirator and comrade have been adopted by critical scholars mov- 
ing away from the idea of allyship. Claiming the identity of an ally is often 
‘nonperformative’ (Ahmed, 2021) in that it does not bring about the action, 
but rather it is the action. Powell and Kelly (2017) see the concept of ‘risk’ as 
distinguishing between white allies and white accomplices; their critique of 
allyship is motivated by the ‘proliferating number of people identifying as 
allies who are not working toward disrupting the heteropatriarchy but are 
rather cycling through and maintaining systems of privilege and oppression’ 
(p. 45). Indigenous Action Media (2014) suggests that accomplices ‘seek 
ways to leverage resources and material support and/or betray their institu- 
tion to further liberation struggles [and should] strategise with, not for and 
not be afraid to pick up a hammer’ (p. 5). Accomplice, co-conspirator, and 
comrade may be used interchangeably; the important distinction is between 
those identifying or being identified in this way and those claiming “allyship” 
without actually performing it. 


Being more than critical, i.e. walking the talk 


Concerned with the inattention to ageing and older adults within anti- 
oppressive social work and the lack of meaningful engagement with diver- 
sity and difference in gerontology, Hulko et al. (2020) proposed eight 
anti-oppression gerontology (AOG) principles that challenge normative 
understandings of ageing and foreground agency, equity, resilience, and 
resistance. The actions they recommend fall at the personal, cultural- 
relational, and structural levels and start with being ‘critically self-reflexive 
and humble’ and end at ‘working towards a more socially just and equitable 
world’ (Hulko et al., 2020, p. 5). The method they use to enact these prin- 
ciples is counter-storytelling, developed by critical race theorist Richard 
Delgado (1989) as a means of documenting and/or amplifying the stories of 
minoritised people to challenge dominant or master narratives about the 
social world. Stories may be created by members of equity-seeking groups 
or those working as accomplices to said groups. This includes older adults 
and persons with disabilities like dementia. Hulko et al. (2017) demonstrate 
this in their chapter on anti-oppressive social work with older adults, which 
includes seven counter-stories written by the authors based on their research 
and practice with older adults from equity-seeking groups. Counter- 
storytelling such as this challenges dominant or mainstream narratives 
of ageing and disability and destabilises interlocking systems of oppres- 
sion such as ageism and ableism. Through analysing counter-narratives of 
dementia, Bitenc (2018) argues that ‘positioning and performance are more 
critical than referentiality and factuality’; that is, what the person with 
dementia conveys to their interlocuter is more relevant than what has objec- 
tively occurred between the two. This underscores the power held by the 
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listener/observer to grasp the intent/meaning of the person with dementia's 
utterances, i.e. position them as “sensical”. 


Harpreet is a social worker in a care home in Quesnel (small city in 
the Cariboo region of British Columbia, Canada) where the majority 
of the residents have a diagnosis of dementia?, often alongside other 
complex chronic diseases (CCD). Many of these older adults living with 
dementia were known to the staff from long before they started hav- 
ing memory problems and/or moved to the care home as they lived in 
Quesnel and nearby rural towns where the staff live. Harpreet herself 
is from Vancouver and only moved to this much smaller city when her 
partner got a full-time teaching position at a local high school. While 
she misses her family and the much larger Sikh community in Vancou- 
ver, this move was not unwelcome, as it meant leaving child protection 
work which Harpreet had done for the past five years. It also gave her 
the chance to spend more time with her grandparents who have lived in 
Quesnel for over 40 years, having chosen to stay there after her grand- 
father's retirement from the mill. While Harpreet had never worked 
with older adults, she had taken a class on aging during her Bachelor of 
Social Work (BSW) degree and has always enjoyed spending time with 
her grandparents. 

The second week at her new job, Harpreet is tasked with organis- 
ing a family meeting as a resident named Olive has been climbing into 
her roommate’s bed at night. Staff are concerned about how Olive’s 
husband — who still lives at home and visits her daily — will react to this. 
They also worry about the safety of the other resident who has no family 
that they know of. Harpreet decides to meet with Olive’s two daughters 
first to gain their support and then speak with the husband; she does not 
consider involving Olive as the head nurse has told her that while Olive 
1s a lovely woman, she doesn't understand anything that's going on. 


Dementia: What is it and whose knowledge counts? 


Dementia refers to “a range of memory loss inducing, disorienting, and 
judgement impairing conditions that most often occur in later life and are 
usually permanent (chronic) (Hulko et al., 2020, p. 134) and was reclas- 
sified as a neurocognitive disorder in the fifth edition of the Diagnostic 
and Statistical Manual (Sachdev et al., 2014). Canada's national dementia 
strategy states that the symptoms “are caused by neurodegenerative and 
vascular diseases or injuries’ (Public Health Agency of Canada [PHAC], 
2019, p. 82) and indicates that 6.9% of those aged 65 or older are living with 
diagnosed dementia, 63% of whom are women (PHAC, 2019). This figure is 
actually 1.1% lower than the 2007 estimate (Canadian Institutes of Health 
Research, 2007), consistent with global evidence that rates for high-income 
countries are decreasing, while rates for low- and middle-income countries 
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are increasing (Patterson, 2018). In spite of this, there continues to be an 
over-concentration on dementia and dementia care in the Global North and 
a concomitant lack of engagement with or outright dismissal of non-white 
and minority ethnic understandings of dementia (Fletcher, 2020; see Zubair, 
this volume). Fletcher (2020) tells the story of Dr Carter Solomon Fuller, an 
African-American physician and pathologist who discovered in the early 
1900s that ‘senile dementia’ was no different than ‘presenile dementia’, and 
explains how the overlooking or silencing of Fuller’s research allowed this 
false distinction to hold sway until the 1970s. This serves as testament to the 
‘systemic silencing of black voices and promotion of white culture as abso- 
lute truth’ (Fletcher, 2020, p. 3) in dementia research. 

The predominance of the biomedical model and/or the ‘neuro-psychiatric 
biopolitics of dementia’ (Fletcher et al., 2021) and the suppressing of minor- 
itised knowledge are significant not only on a global scale but also within 
nation states. Rates of dementia do vary within high-income countries, with 
Indigenous people in Canada and other countries experiencing an increase 
in dementia prevalence (Hulko et al., 2019; Walker & Jacklin, 2019; Warren 
et al., 2015), and ‘more socially disadvantaged groups’ such as Black, Asian, 
and ethnic minority people consistently identified as being more at risk (Liv- 
ingston et al., 2020). The onset of dementia tends to be earlier for Indigenous 
people as well as people with Down Syndrome, though for different reasons; 
these two groups are at higher risk, as are women, older adults, and those 
with previous health conditions like hypertension (PHAC, 2019). 


As Harpreet learns more about dementia through her work at the care 
home, she begins to recognise the signs of disorientation. For example, 
Jimmy will get restless at the end of the day and search for his hat, coat, 
and briefcase. He believes that it is time for him to leave work and go 
home for dinner and Harpreet understands this to mean that he is diso- 
riented to time and place. This occurs a few hours after Clara begins to 
ask when her mother is picking her up from school. Harpreet witnesses 
the staff reorienting both of these residents to the present and wonders 
if this is the best approach as Clara is distressed to learn that her mother 
has died and Jimmy worries that he has lost or will lose his job given 
that is not the place he has spent the day. Harpreet starts to think it 
might be better to ‘jump into their realities’ (Vittoria, 1998) rather than 
reorient them to her time and place. 


In addition to the silencing of Black and minority ethnic knowledges, the 
impact of gender on dementia has received little attention beyond the rec- 
ognition that the majority of those living with dementia are women, as 
are those providing both informal and formal care (Alzheimer Society of 
Canada, 2018; Patterson, 2018). Further, much of the limited research on 
women and dementia concentrates on caregiving (Bartlett et al., 2018; Errol 
et al., 2015). Intersectional feminist studies of dementia are distinct from 
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the nascent literature on gender and dementia in that these researchers do 
not isolate gender from other categories of difference such as racialisation, 
ethnicity, sexual orientation, class, and Indigenous status (Hulko, 2002, 
2009, 2016; O'Connor et al., 2010; Westwood, 2014) and make use of other 
difference-centred theories such as queer theory (Sandberg, 2018; Sandberg 
& Marshall, 2017; Ward & Price, 2016). These researchers have shown that 
gender makes a difference, yet their more critical and difference-centred 
work tends to be overlooked or marginalised within dementia studies, much 
like Black and minority ethnic knowledges, whether intersectionality 1s 
addressed or not. 


Before the family meeting, Harpreet learns more about Olive from read- 
ing the chart notes which depict Olive as frequently disoriented, unable 
to form complete sentences, and restless. The notes also query whether 
climbing into her neighbor's bed is a sign of sexual disinhibition. Har- 
preet asks the head nurse whether the previous social worker had com- 
pleted a social history with Olive and/or her family and wonders if this 
might help the team better understand Olive's current behavior and 
provide more person-centred care. Learning that the previous social 
worker felt Olive was too cognitively impaired to be a reliable inform- 
ant, Harpreet feels reassured that her plan to meet with the daughters 
makes sense. 

When she meets with the daughters and apprises them of Olive’s noc- 
turnal activities, they do not seem concerned about this and report that 
their mother has always been an adventurous person. They ask if the 
neighbor and/or her family are upset at all and Harpreet says the team’s 
concern has been Olive’s husband, rather than the neighbor as the latter 
appears comfortable with this arrangement. The daughters suggest they 
allow this to continue though ask that Harpreet continue to withhold 
this information from their father so as not to upset him. 


Approaching the dementia subject 


I was taught as a social worker to ‘start where the client is at’, thus I have 
always tried to approach a person with dementia before their care partner(s) 
and to privilege the stories and opinions of those disabled by society on 
the basis of their declining cognitive abilities. Harpreet did not start this 
way with Olive; rather, she took at face value both the official and family 
accounts of Olive and her (Harpreet’s) efforts to learn about ‘the person 
behind the disease’ came much later. The story of Olive and Harpreet is 
indicative of the gendered nature of dementia noted above. Harpreet’s reli- 
ance on the dominant (biomedical) discourse about Olive could result in 
Olive’s ‘de-gendering’ (e.g. ‘too cognitively impaired’) while adopting person- 
centred care could serve to ‘re-gender’ her (e.g. ‘lovely woman’); as Sand- 
berg (2018) argues, the options are limited in terms of diverse expressions of 
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gender identity (and their affirmation) as long as we employ binary notions 
of gender, i.e. stay within the confines of the sex/gender system. 

In dementia studies, we have largely moved on from a time (1940s—1950s 
England) when ‘the dements’ was a label applied to persons with dementia 
and the focus was primarily on supporting families (Manthorpe, 2016). The 
introduction of personhood and person-centred care (Kitwood, 1997) ini- 
tiated this shift and eventually led to the emergence of self-advocacy and 
other forms of dementia activism (Bartlett, 2014; Shakespeare et al., 2017). 
Since Kitwood first defined personhood as ‘a standing or status bestowed 
on one human being, by others, in the context of relationship and social 
well-being’ (1997, p. 8), a range of theories have been put forward to describe 
or explain a person with dementia in their environment (see Chapters 6 
and 7 in this volume). This expansion of dementia theorising has added 
or emphasised consideration of the body of the person with dementia as 
communicative and/or expressive of self (Kontos, 2003). It has also incorpo- 
rated relationships with family members and other care partners as facili- 
tating or inhibiting identity maintenance and experiences of care (Adams & 
Gardiner, 2005; Kontos et al., 2017) — as well as highlighting the social- 
cultural context as impacting the rights and responsibilities of persons liv- 
ing with dementia (Bartlett & O’Connor, 2010; Cahill, 2020; Hulko, 2009). 
Kitwood (1997) framed personhood as both personal and relational which 
is echoed in Hennelly and O’Shea’s (2021) identification of key elements 
of personhood as interests and preferences, life course experiences, social 
interaction, family, and place. The structural level is neglected in all but 
those theories addressing the socio-cultural context of dementia, yet this is 
the third component of an AOG perspective. 


A few days after meeting with Olive’s daughters, Harpreet happens 
upon Olive’s husband Milton in the dining room and introduces herself 
as the new social worker. Milton seems keen to talk with her and tells 
her of how the couple met at university when they were both graduate 
students and student activists who crossed paths frequently at protests 
and demonstrations, as well as social gatherings. Harpreet enjoys lis- 
tening to his tales of being on the frontlines of civil rights and anti-war 
protests as it reminds her of why she wanted to be a social worker in the 
first place and also why she left child protection work. Milton describes 
Olive as a ‘real firecracker’ who always made life interesting, smiling in 
fondness at his wife’s antics in their younger years. He talks of Olive’s 
involvement in the women’s movement and her anger over the ousting 
of lesbian women — ‘the lavender menace’ in the 1970s — and the couple’s 
support of gay rights. Milton then leans towards her and says quietly, 
“Olive was in a relationship with a woman before we met and she still 
likes women, you know”. Harpreet thanks Milton for sharing this with 
her and invites him to stop by her office and chat the next time he comes 
to visit Olive. As she walks away, she smiles to herself, thinking about 
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Olive and her roommate and wondering if Olive is ‘in the closet’ or if her 
daughters have put her in there. Harpreet is intrigued by this image of 
Olive that Milton conjures for her and wonders if she might get to know 
this person. She decides the starting point has to be seeing Olive as a 
person living with dementia — as she was taught in her BSW program — 
rather than suffering from it — as the media and so many health pro- 
fessionals depict it. She decides to try and speak directly with Olive 
and brings along some images of older adults so that she can try photo 
elicitation and third-party questioning, a technique she recalls reading 
about in the BCASW newsletter and her AOP social work textbook. 
(Baines, 2017) 


The story of Olive in this chapter is sadly rather typical in that persons with 
dementia are often excluded from discussions and decisions about their care. 
Women (and trans, two-spirit, and non-binary people) are probably excluded 
more often than cisgender men. The reasons for this exclusion — assumptions 
of incapacity, family member preference, communication difficulties, time 
constraints, no/few opportunities, and delegation of decision-making to 
others (Donnelly et al., 2018) — may vary by gender. Researchers have yet 
to address this, however. What is rare — though increasing — is the approach 
that Harpreet adopts after learning more about Olive as a person, an 
approach more aligned with the strengths perspective (McGovern, 2015; 
Saleebey, 1996) or the capabilities approach (Robeyns, 2005). The strengths 
perspective in social work, as articulated by Saleebey (1996), focuses on the 
strengths, resources, and possibilities of service users rather than their per- 
celved deficits, barriers, and limitations. Similar to applying a social model 
of disability to dementia (Marshall, 1998), the capabilities approach is con- 
cerned with what older adults with disabilities are able ‘to do and to be’ and 
incorporates the core values of “care, dependence and dignity’. Importantly, 
this approach considers structural factors as impacting care providers and 
causing unmet needs of care recipients (Berridge, 2012) in line with the com- 
pelling argument from residential care researchers that ‘the conditions of 
work are the conditions of care’ (Baines & Armstrong, 2018). 

Having begun to consider how not only ageism but also ableism and hete- 
ro-sexism apply to Olive and the other persons with dementia with whom 
she is working, Harpreet now wonders how other aspects of the residents’ 
social locations including ethnicity, racialisation, Indigenous ancestry, and 
class are impacting their lives and care. 


Considering culture...and sharing power 


While there is widespread acknowledgement that culture significantly 
impacts dementia and dementia care, the distinctions between different 
culture-based approaches is often omitted (Hulko et al., 2021). The differ- 
ence between cultural safety and related approaches (e.g. cultural sensitivity, 
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cultural competence, and cultural appropriateness) is that the former asks 
us to consider power in our interactions with service users and stresses the 
need to transfer (more) power to the service user so that the outcome of our 
intervention is one they consider to be culturally safe. Based on her critical 
ethnography of intercultural care in a Jewish long-term care facility, Stern 
(2012) calls for a culturally safe approach to dementia care, recognising that: 


Current models of cultural competency tend to focus on education that 
examines the relationships between static and defined cultural groups 
that do not take into account the wide range of cultural identities that 
individuals can construct. It fails to make the next step that recognises 
the diversity of both the people receiving care and those providing it 
(p. 9, see similar argument by Zubair in this volume). 


Seeing cultures as fluid and recognising diversity within cultural groups is 
an important aspect of a culturally safe approach. For Indigenous Elders, 
this means avoiding pan-Indigenising, i.e., treating all Indigenous people 
the same, whether they are Métis, Inuit, or First Nations, and regardless of 
their specific nation. One way culturally safe dementia care can be achieved 
is through 


consulting with Elders or other community members to learn cultural 
and health status information [as this] can shift the power differen- 
tial from one in which the health care provider is the “expert” to one 
in which the Elder teaches or guides the provider about the cultural 
aspects of their memory loss and care needs. 

(Hulko et al., 2010, p. 375) 


As cultural safety is applicable to cultural groups other than those based on 
ethnicity or racialisation, a culturally safe approach to Olive would include 
acknowledging the fluidity of her sexual identity, for example. Engaging 
in dialogue with Olive will allow Harpreet to explore the range of her cul- 
tural identities, including Olive’s ethno-cultural and class background, the 
intersections of these identities, and how these relate to the conditions of 
her care. Harpreet will need to reflect on her own positionality and how 
that mediates her role and influence in the care home (the conditions of her 
work), and consider ways to balance what she learns directly from residents 
with any collateral information provided by family members and the care 
team. These are considerations for Harpreet as she continues to work with 
Olive and also begins to interact with other residents. 


As Harpreet gains more experience being a member of the inter- 
professional health care team, gets to know Olive as a person, and meets 
other residents in the care home, she wonders if social histories might be 
of benefit. After listening to Olive talk about both her past and present, 
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Harpreet is particularly interested in applying an intersectional life course 
approach to make evident the diversity of the residents” lives and the ways 
in which they have shown resilience and resistance in the face of inter- 
locking oppressions, much like her own grandparents. She decides to try 
constructing a social history for a newly admitted First Nation man who 
has dementia as there are no other Indigenous residents in the home and 
staff have not yet taken the provincial Indigenous Cultural Safety (ICS) 
training. Below is the first social history Harpreet writes: 

Michael is a 76-year old Dene man who has lived away from his 
home community in the Northwest Territories since he was 6. He and 
his siblings were taken away to a residential school down South where 
Michael spent eight painful years before he ran away from it with his 
older brother Stan. They made their way to the Prince George, B.C. 
area where they found work in a mill and relied on one another for sup- 
port as they had in the residential school. Stan returned to their home 
community in the North five years later, seeking reconnection with his 
culture, family, and community, and healing from his residential school 
experiences. Michael stayed as he had met and fallen for a local white 
woman named June who he married the following year after which they 
moved to a small town outside Prince George. June's family never fully 
accepted him and that was one of the reasons the couple decided not 
to have children. Michael had good friends at the mill with whom he 
enjoyed fishing and hunting on the weekends. He was forced to retire 
eight years ago when he was diagnosed with dementia and three years 
later June died suddenly, leaving him on his own to take care of himself 
and their small house. For a long time, Michael managed on his own, 
but with his increasing cognitive and physical challenges and having 
few supports due to Stan and the rest of his Dene family and commu- 
nity being far away and his friends still working full-time, it became 
unsafe for him to live alone. As a result, he has been “placed” in this care 
home in Prince George. It is an hour's drive from the small town where 
Michael lived for over 60 years and he is the only Indigenous resident. 
Michael was sent to residential school at the age of 6. During that time, 
he lost both of his parents. Not all of his siblings survived residential 
school and Michael has tried to forget the abuse they all suffered there, 
yet the memories remain. 

After spending time with Michael to write his social history, Har- 
preet speaks to the Head Nurse about making both trauma-informed 
practice (TIP) and the San’yas ICS training a priority for all staff. She 
offers to facilitate a discussion at the next staff meeting and/or host an 
in-service on ways they can all make the care home more culturally safe, 
not only for Michael, but also for the staff. This includes the two Car- 
rier (a First Nation in Northern BC) nurses and the Métis cook with 
whom she has spoken about their interactions with the white residents, 
as well as the few racialised staff, including herselfand two South Asian 
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care aides who are casual employees. Knowing that dementia rates are 
increasing for Indigenous people and having seen how the first available 
bed policy? plays out, Harpreet expects there to be more Indigenous res- 
idents in the future, as well as more Sikh residents until her community 
is able to build its own care home. She has invited a few of her colleagues 
to the Gurdwara (Sikh temple) which she visits every weekend with her 
grandparents to enjoy a meal with the community and attend the ser- 
vice. Harpreet believes that if more people understand that her religion 
is a peaceful and loving one and that the Gurdwara is open to all, then 
they will be better able to provide culturally appropriate or safe care to 
the Sikh residents. Harpreet would like to have a dialogue about racism 
in the workplace as well; however, she thinks it might be safer to start 
with the residents and is hopeful that her white colleagues who claim to 
be allies will broaden the discussion to include racism experienced by 
both residents and staff. In constructing Michael’s social history, she 
has enjoyed the opportunity to expand her knowledge and skills beyond 
strengths and person-centred approaches and looks forward to learn- 
ing more about cultural safety and other approaches more aligned with 
AOP social work. 


A social history such as the one Harpreet constructed has the potential to 
sensitise care staff to the losses and trauma that residents have endured 
throughout their life course as well as their resilience in the face of settler 
colonialism and other forms of structural violence. Shifting to a more criti- 
cal approach to dementia, such as citizenship as practice, de-centres demen- 
tia as an ‘individual experience’ and focuses instead on how people with 
dementia are shaped by socio-cultural practices and discourses. For exam- 
ple, Olive may not be the only resident who was a feminist and civil rights 
activist and has been in a relationship with a woman, as the majority of 
those living in residential care are women and many of them are baby boom- 
ers like herself. Also, Michael may not be the only Indigenous person in the 
home; there may be Métis residents or others with Indigenous ancestry who 
are perceived to be white by the staff or are passing as white like they did 
when they were younger and it was not as safe to identity as Indigenous as 
it is perceived to be now. While there may be increased sensitivity towards 
and tolerance of Indigenous people than in the past, white supremacy and 
settler colonialism remain significant ideologies impacting all Black, Asian, 
minority ethnic, and Indigenous people. 


Welcoming in dementia 


The principles and tactics introduced in this chapter through the counter- 
story of Harpreet, a newly hired health care professional working in a care 
home, and Olive, an older woman with dementia living in the same care 
home, demonstrate some of the ways we can engage in AOG and alternative 
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worldmaking, in creating a world where dementia is welcomed in. Yet if we 
don't ask about culture (broadly defined), create space and time for people 
to talk about their multiple and complex identities, and affirm their mar- 
ginalised social statuses when they disclose them to us, then we miss the 
opportunity to see how socio-cultural practices and discourses have shaped 
their lives and hence be able to engage in critically informed/engaged praxis. 
If persons with dementia run into communication problems during assess- 
ments, for example, then we can employ some of the techniques Osterholm 
and Hydén (2016) have observed social workers use: allow time for the per- 
son with dementia to ‘self-repair’ rather than jumping in to help or correct, 
acknowledge that communication is a challenge and express appreciation 
for their contributions, and make use of forced response (yes/no) ques- 
tions when input cannot be elicited otherwise. Similarly, validation ther- 
apy techniques such as mirroring (the actions of the person with dementia), 
touching, and maintaining genuine, close eye contact (Feil, 2002), and the 
use of photo elicitation and third-party questioning (Hulko, 2004; Hulko 
et al., 2010) can be part of our repertoire. We can assist persons with demen- 
tia to express their needs and desires by being creative and adaptive with 
our own communication strategies and following the lead of persons with 
dementia — as accomplices — to build inclusive and accessible communi- 
ties that welcome in dementia and other forms of difference. This includes 
promoting a sense of community and encouraging peer support and self- 
advocacy in care homes and considering how to support persons living with 
dementia to create more inclusive communities in rural towns, small cities, 
and large urban areas or take a neighbourhood-centred approach (Ward 
et al., 2021). We should envision how to shift our practice and that of others 
to reflect the belief that persons with dementia are still citizens with rights 
and responsibilities and that their social locations not only vary, but medi- 
ate their experiences of dementia (Hulko, 2009). 


While preparing a rationale for ICS Sanyas and TIP training for the 
Head Nurse and researching federal policies related to family sponsor- 
ship for a resident originally from Vietnam, Harpreet learned about 
GBA+ (Gender-Based Policy + intersectionality). The plus indicates an 
expanded focus beyond gender to include other categories of difference 
that also impact on lived experiences and the provision of health and 
social care. Harpreet began to consider how she might apply GBA+ 
analysis to the care home’s organisational policies on features of daily 
life like rooms, meals, and furnishings, as well as provincial policies 
governing the location and funding of care homes and staffing ratios. 


Although GBA+ is mandated for the development and analysis of federal 
policies in Canada, i.e., public servants must complete the training and 
demonstrate that they have considered gender alongside other categories 
of difference such as age, disability, nationality, race, and class, GBA+ does 
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not appear to have been applied to the federal dementia strategy released 
in 2019 (Wyndham-West, 2020). This is unsurprising, given that person- 
centred care is still promoted as best practice and culture is barely men- 
tioned (PHAC, 2019). There is much scope to do better and to do differently 
with respect to both practice and policy in dementia studies. 


Conclusion — Whose side are we on? 


People living with dementia are increasing in influence, 1f not in numbers. 
There has been a gradual shift from viewing persons with dementia as 
incapable and sub-human to recognising them as citizens with lives left to 
be lived and contributions to be made. This is occurring as persons with 
dementia author their own stories, engage in self-advocacy on Twitter, cre- 
ate and exhibit art, speak at conferences, and advise on policy and practice 
(see the section "Reclaiming and Recasting’ in this volume). The experi- 
ences of persons with dementia are as varied as those who live with cogni- 
tive impairment in later life. There is no master narrative about dementia 
nor are persons with dementia a homogenous group; rather, their views on 
and experiences of dementia are profoundly shaped by socio-cultural and 
political-economic contexts, as are ours as health and social care providers, 
researchers, and educators. 

I conclude by posing a series of questions for researchers, practitioners, 
students, and activists. 


+ If being an accomplice requires one to take risks, then what risks are we 
willing to take to ensure persons with dementia are able to sur-thrive? 

e Are we willing to take the lead from persons with dementia about the 
best ways to support or care for them? 

+ Are we willing to challenge our co-workers on their disabling practices? 

e Are we willing to accept and promote all knowledges about dementia, 
including Black, Indigenous, minority ethnic, and/or queer ones that 
may challenge our own and/or dominant understandings of dementia 
and dementia care? 

e Are we willing to advocate for culturally safe and queer-affirmative 
care? 

+ Are we willing to engage in job action to ensure adequate levels and 
appropriate types of care? 


These are questions that arise for critical dementia studies, particularly 
if we have decided that being a ‘dementia friend’ is insufficient or prob- 
lematic, that allyship is performative and self-serving, and that being an 
accomplice — like the memory girl — will get us closer to bringing to fruition 
the world we envision, one in which dementia is welcomed in — in a destabi- 
lised form. 
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Notes 


1 This is an expanded version of the counter-story in Hulko et al.’s (2020) chapter 
on dementia, personhood, and citizenship as practice. The fictional characters 
are based on a variety of persons with dementia, practitioners, and students with 
whom the author has worked during her career and serve to illustrate key con- 
cepts and principles. 

2 Sixty-seven percent of older adults in residential care have dementia (Canadian 
Institute of Health Information, 2017, p. 16) 

3 San’yas ICS is an online training programme for health care providers in BC 
developed by the Provincial Health Services Authority to educate health care 
practitioners on the impacts of colonisation and residential schools on Indig- 
enous peoples and prepare them to work in a more respectful (culturally safe) 
way. It takes 8-12 hours to complete the programme and is mandatory for staff 
working in publicly funded health care (Browne et al., 2019). 

4 This policy dictates that those awaiting transition to a care home, most of whom 
are older adults, must accept the first bed that becomes available in any of the 
homes they have selected. 
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17 Taking a queer turn — The 
significance of queer theory for 
critical dementia studies 


Andrew King 


Introduction 


As this edited collection attests, there has been a move in recent years to 
explore the ways that dementia is a socially and culturally constructed phe- 
nomenon and to challenge biomedical understandings that locate it in purely 
pathological and reductive terms. The aim of my chapter is to contribute 
further to that exegesis and to consider the significance of queer theory in 
that endeavour. I contend that queer theory has much to offer for critical 
dementia studies and ways of understanding dementia that move beyond the 
pathological, the normative and the disciplinary. To achieve this, the chap- 
ter begins with a summary of dementia as a social construction. Following 
this, queer theory is introduced, together with a discussion of three queer 
turns, or themes within and across queer theory and what those could imply 
for how we understand dementia. Subsequently, I consider some queer trou- 
bles, or ways in which queer theory can be regarded as limited in relation to 
studies of dementia, before offering a short conclusion. 


Dementia, a social construction 


Readers of this collection know that dementia is considered a significant 
health issue among ageing populations worldwide. The World Health 
Organization (WHO) notes that 


Dementia is currently the seventh leading cause of death among all dis- 
eases and one of the major causes of disability and dependency among 
older people worldwide. Dementia has physical, psychological, social 
and economic impacts, not only for people living with dementia, but 
also for their carers, families and society at large. 

(World Health Organization, 2021) 


This not only indicates the extent that dementia is a global phenomenon, 


with significant effects on people’s well-being, their experiences and under- 
standing of ageing, but that it has social (and economic) impacts; in short, 
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although the WHO subscribes to the view that dementia is primarily a phys- 
iological phenomenon, brought about by disease and/or bodily processes, it 
has global social consequences. 

Nonetheless, in regarding dementia in this way, as pre-social, the WHO 
ignores issues that have been highlighted within the humanities and social 
sciences, by a diverse and multi-disciplinary group of writers. These com- 
mentators have not only explored the framing of dementia but questioned 
the biomedical narrative that positions it in pathological and biologically 
reductive terms. This has included, but is not limited to: questioning whether 
diagnoses of dementia using CT scanning are actually pre-social (Harding 
and Palfrey, 1997); the need for person-centred approaches to understand 
and reconsider neuropathology (Kitwood, 1997); and the need to de-pathol- 
ogise dementia, focusing instead on cognitive differences rather than abnor- 
malities (Baldwin and Capstick, 2007). 

More recently critical studies of dementia have further challenged the 
pre-social, biomedical view of dementia, opening up a whole series of ques- 
tions about the place of structural inequalities (Hulko, 2004; Sandberg, 
2018), the complexity of temporality and the imposition of normative ideas 
of time on self and identity (Gjodsbel and Svendsen, 2019; Haeusermann, 
2019) and the ways in which space and place form important and complex 
contexts for people living with dementia (Odzakovic et al., 2021; Ward et al., 
2018). 

Critical dementia studies have also drawn on a rich and varied theoret- 
ical corpus, especially post-structuralism, phenomenology, intersection- 
ality, crip, trans and, to an extent, queer theory (Baldwin and Capstick, 
2007; Baril and Silverman, 2022; Davis, 2004; King, 2021; Sandberg, 2018). 
Despite differences in vocabulary and emphasis, all these perspectives ques- 
tion the decline/pathological/abnormal narrative that underlies the bio- 
medical framing of dementia and demonstrate the symbolic (and actual) 
violence that can be done when this epistemological and ontological fram- 
ing is not deconstructed (see also Chapters 14 and 18 in this volume). Sil- 
verman and Baril (2021) have drawn on crip and trans theories to highlight 
how new understandings of the self and its fluidity need to be developed in 
order that critical studies of dementia do not re-inscribe normative notions 
of self, time and embodiedness that, albeit unwittingly, reimpose the ‘cis- 
cognonormative terror related to the loss of self in dementia... [and that it] 
can be reduced by reconceptualizing what it means to live with cognitive 
disability’. 

I have argued elsewhere that queer theory offers a rich conceptual frame- 
work for unpicking and deconstructing understandings of dementia — par- 
ticularly in how it offers alternative ways of thinking through issues of time 
and forgetfulness (King, 2016, 2021). However, in the remainder of this 
chapter I want to critically revisit and extend some of these ideas with a 
more nuanced and comprehensive examination of the value of queer theory, 
particularly aspects that speak to three queer turns that have taken place 
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since its emergence in the late 1980s, together with an assessment of what 
they imply for critical ways of understanding dementia. 


Queer theory and three queer turns 


Queer theory is not a unified theoretical perspective. In a recent publication 
assessing its contemporary significance, McCann and Monaghan (2020, 
p. 1) suggest that “queer theory finds its radical potential as a term to chal- 
lenge, interrogate, destabilise and subvert, but it also means there is dif- 
ficulty in pinpointing queer theory’s meaning’. My preferred definitions 
of queer theory come from Sullivan (2003, p. vi) who argues that to queer 
is ‘to make strange, to frustrate, to counteract, to delegitimise, to camp 
up — (heteronormative) knowledge and institutions’, whilst Edelman (2004, 
p. 17) suggests that queer ‘can never define an identity; it can only ever dis- 
turb one’. Indeed, it is the radical potential of queer theory to disrupt, to 
make strange and to disturb that I find most useful in relation to the argu- 
ment I am putting forward in this chapter: that queer theory, through a 
series of queer turns, provides critical dementia studies with a valuable con- 
ceptual armoury to challenge the pathological and reductive construction 
of dementia. 

Interestingly, the development of queer theory itself was provoked by an 
emergent and growing health crisis, as well as more academic debates about 
the nature of knowledge and being. During the late 1980s and early 1990s, 
activists grappling with the AIDS pandemic began to radically question 
the validity of the existing, assimilationist Lesbian and Gay Movement to 
deal with this crisis and particularly state responses to it, especially in the 
United States of America and, to a lesser extent, the United Kingdom, as 
well as the perceived profiteering of drug companies (Green, 2007; McCann 
and Monaghan, 2020). This was coupled with academic debates influenced 
by post-structuralism and post-modernism that deconstructed notions of 
foundation, origin and authorship. These two emergent currents in queer 
theory, activism and radical deconstruction, were often interchangeable — 
with activism having a direct relationship with scholars who were writing 
critically about mainstream lesbian and gay politics. 

Over the past 30 years, there has been what I will call a series of queer 
turns, which others have identified as a process wherein queer writers and 
scholars have come to focus on specific aspects of epistemology and ontol- 
ogy, i.e. knowledge and being related to self, identity, time, difference and 
pathologisation, and opened them up to critical (re)interpretation (McCann 
and Monaghan, 2020). These queer turns are not necessarily linear — as 
the focus of writing shifts around topics, with some apparently discarded, 
returned to and reconsidered. 

As queer theorists adopt an anti-foundational perspective towards ques- 
tions of knowledge, being, self and identity, which calls into question the 
very idea of original foundations, they centre instead on the social, political 
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and, above all, discursive construction of diversity, difference and norma- 
tivities. However, it is important to note that queer theory, although pri- 
marily speaking to LGBTQI+ lives and experiences, can be applied more 
widely to questions including ageing, agency and repression (Sandberg and 
King, 2019), to critically question what makes ‘successful ageing’ (Sandberg 
and Marshall, 2017) and indeed how dementia is constructed as an Other, 
without a future (King, 2021). I therefore want to outline why these queer 
turns make it a useful theoretical and conceptual framework to critically 
engage with the social construction of dementia. The following sub-sections 
therefore draw out three queer turns which trouble aspects of knowledge 
and being and consider their implications for critical dementia studies. 


Troubling identity, subjectivity and normativities 


A critical issue within studies of dementia is the notion of personhood 
(Bartlett and O’Connor, 2007; Gjodsbel and Svendsen, 2019; Kitwood, 
1997), although as others have noted (Baril and Silverman, 2019; Silverman 
and Baril, 2021), personhood, identity and self are often used interchangea- 
bly within the literature. A questioning of identity and subjectivity and how 
norms related to the nature of being are encapsulated in these debates is also 
central to the early work of a number of queer theorists. 

Judith Butler’s (1990) ground-breaking book Gender Trouble is often 
regarded as crucial to the emergence of a queer theoretical canon, introduc- 
ing ideas about the performativity of identity and subjectivity, 1.e. that there 
is no original doer behind a deed and that identity is simply the repeated 
stylisation of acts that give the appearance of substance. In effect, we are 
what we do, within highly prescribed discursive limits. However, it is in her 
book Bodies That Matter that Butler (1993) provides a very useful and criti- 
cal reappraisal of what embodied identity and subjectivity can mean in this 
sense: 


[gender] is thus not the product of choice, but the forcible citation of a 
norm, one whose complex historicity is indissociable from relations of 
discipline, regulation, punishment. Indeed, there is no ‘one’ who takes 
on a gender norm. On the contrary, this citation of the gender norm 
is necessary in order to qualify as a ‘one’, to become viable as a ‘one’, 
where subject-formation is dependent on the prior operation of legiti- 
mating gender norms. 

(1993, p. 232) 


Here, to be a subject, an identifiable person, a self, one must be recognised 
as a viable subject; one must have an identity and self that align with nor- 
mative expectations. To step outside of these norms is, as Butler (2004, 2010) 
has argued, to become a non-person, to be abnormal and to have a life that 
is precarious. Although Butler’s work primarily relates this to norms of 
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gender and, to an extent, citizenship more broadly, as I have argued else- 
where, cognonormativity (King, 2016), the forcible citation of norms about 
cognition and cognitive capacity is central to being recognised as a person 
with or without dementia. Indeed, cognonormativity can be considered a 
discursive and systemic framing that manifests such a binary separation, 
in ways similar to those associated with heteronormativity. And as with the 
case of norms related to gender and sexuality, such norms are constituted 
both biomedically and behaviourally. If we extend Butler’s ideas here with 
additional writings from other queer theorists, we can see another aspect 
to this process that I think gets to the very root of ways that dementia is 
socially constructed as Other-ness. This is through the troubling of differ- 
ence and the demarcating of those with identities and subjectivities deemed 
to be abnormal, pathological, precarious, troubled. Again, influenced by 
post-structuralist and post-modernist notions of challenging and decentring 
meta-narratives and binary logics, queer theory can shed light on a system- 
atic epistemological and ontological philosophy of normative cognition that 
permeates Western society and arguably now does so globally. 

In Diana Fuss’ work on the dichotomy between heterosexuality and 
homosexuality, which queer theorists see as important to explain the inter- 
nal logic of a normative heterosexuality, or heteronormativity, Fuss states: 


[t]he language and law that regulates the establishment of heterosexu- 
ality as both an identity and an institution, both a practice and a sys- 
tem, is the language and law of defence and protection: heterosexuality 
secures its self-identity and shores up its ontological boundaries by pro- 
tecting itself from what it sees as the continual predatory encroachments 
of its contaminated other, homosexuality. 

(Fuss, 1991, p. 2, my emphasis) 


Whilst dementia and sexuality are different, if we now substitute hetero- 
sexuality in this quote with cognonormativity and homosexuality with 
dementia, we can see how Fuss’s queer ideas have value for critical dementia 
studies. It is through the creation of a binary system around cognition and 
rationality and their associated practices (one can think of biomedical and 
clinical practices here) and behaviours deemed to be odd, strange, different 
and markers of cognitive decline that the cultural fear of a ‘contaminated 
other’ — a non-rational cognition — a de-cognition — illustrates how what is 
called dementia is constructed as an-other. To be normal, cognitively speak- 
ing, 1s not to be identified or subjectified as having dementia. Putting it very 
starkly and for hyperbolic effect, normal people may be older but they are 
not ‘demented’. 

This is not to deny the dis/stress that such a process and behaviours incul- 
cate in those living with dementia. Having personal experience of caring for 
my father who was diagnosed with vascular dementia three years before he 
suffered a fatal cerebral haemorrhage, I have come to look at how deeply 
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ingrained ideas of cognonormativity are in my own thinking and responses 
to cognitive difference, and how difficult it is to shed them. Over time, I have 
struggled with not becoming irritated or wanting to correct when being 
addressed as a dead relative, for the umpteenth time, or when cleaning up 
another kitchen sink full of urine because it was regarded as the bathroom 
toilet. Indeed, this echoes Butler’s point, quoted earlier, about the forcible 
citation of a norm; we are, mostly unwittingly, required to cite these norms as 
they are at the basis of understanding our own cognition, understanding and 
sense making. To question such normativity is to attempt to extricate oneself 
from the very disciplinary and regulatory bio-power (Foucault, 1978) that as 
individuals we are all caught within. Moreover, it is a form of bio-power that 
has its own temporal logics and I will now take another queer turn by discuss- 
ing the usefulness of queer theory to question notions of time and temporality, 
particularly a normative life course and ideas about futurity and forgetting. 


Troubling times 


Several queer theorists have grappled with ideas of temporality and the 
highly normative idea that life has a linear logic within which cognition is 
binary. Three in particular are Lee Edelman (2004) in the book No Future: 
Queer Theory and the Death Drive, Elizabeth Freeman (2010) in Time Binds: 
Queer Temporalities, Queer Histories and J.J. Halberstam (2011) in The 
Queer Art of Failure, which itself builds on arguments made in In a Queer 
Time and Place (Halberstam, 2005). 

Edelman’s (2004) work addresses the way in which heterosexuality is asso- 
ciated with a life force, or jouissance, that relies on the negation of an-other, 
the queer, which in psychoanalytic terms comes to be associated with a 
death drive. For Edelman, this happens through a social and cultural trope 
of futurity. Moreover, the markers of a normative life course — birth, mar- 
riage, reproduction, death to name but a few — are reliant on a casting out, 
an expulsion of those deemed other, queer, abject. Edelman gives a whole 
range of examples, drawn from popular culture, to illustrate this thesis, 
but what I believe is relevant for critical studies of dementia is how (again) 
this provides a whole conceptual framework for exploring how dementia is 
deemed abject, death-driven with no future. Elsewhere, I have illustrated 
the usefulness of this approach with a close textual reading of normative 
family imagery in an Alzheimer’s Society advertisement (King, 2021) — the 
way that dementia is represented as disruptive of normal family relation- 
ships and a normative family time but can be recuperated and re-framed 
into a story of hope and futurity largely by erasing issues of loss and death. 
Dementia, as something queer, can be put back in its place, as it were. 

In addition to Edelman’s queer(y)ing of futurity, Freeman’s work under- 
scores the neo-liberal imperative for time to be (re)productive and to fol- 
low a chrononormative logic. By this, Freeman means: ‘the use of time 
to organize individual human bodies toward maximum productivity’ 


Taking a queer turn 241 


(2010, p. 3). This has the effect of creating a certain temporal patterning to 
the life course that is symbolically embedded within capitalism and heter- 
osexual family life. Hence, to be queer is to be outside of this temporal and 
indeed spatial framing, or to be positioned as antithetical to it. Whilst Free- 
man’s work is primarily about how LGBT+ people are positioned as non- 
productive according to this logic, it is also possible to apply it to people 
living with dementia. To have dementia is often regarded as non-productive, 
or to be deemed as a burden on family caregivers (Lindeza et al., 2020). 
Again, I am not trying to downplay the effects that caring for someone with 
dementia can have on others; but I think the point to remember is that this 
is usually framed and investigated from a social scientific view in negative, 
familial and normative ways. 

One of the so-called burdens of caring for people with dementia relates to 
dealing with loss of memories, of forgetting and cognitive difference. Within 
cultures that are subject to the discourse of cognitive decline within a bio- 
medical framing, there seems to be no way of conceptualising forgetting 
other than negatively. Although Edelman and Freeman’s queer writings can 
highlight the way in which time and temporality are circumscribed to pro- 
duce a (hetero)normalising of chronology and thereby creating chronolog- 
ical temporal cognitions in normative ways, the work of Halberstam (2011) 
has much to add to this in their writings. 

In The Queer Art of Failure, Halberstam (2011) emphasises the radical 
potential of forgetting, stupidity and the absence of memory through a close 
reading of a number of films and novels that suggests these can be trans- 
formative without framing them (necessarily) as pathological by recourse to 
entering the lifeworld of those said to be displaying these characteristics on 
their own terms. As Halberstam notes: 


To say that we may want to think about memory and forgetting differ- 
ently is in fact to ask that we may start seeing alternatives to the inev- 
itable and seemingly organic models we use for marking progress and 
achievement 

(Halberstam, 2011, p. 70, my emphasis) 


I believe this can be read as a further call to trouble notions of cognon- 
ormativity and chrononormativity and to add to studies of dementia what 
Halberstam (2011) calls ‘jamming the smooth operations of the normal and 
the ordinary’ (p. 70). 

Indeed, Halberstam’s point that failure should be embraced rather than 
erased or pathologised does appear to offer critical studies of dementia with 
a different route, a queer turn, through debates about rationality and cogni- 
tion and how these are normalised and measured. However, as I will discuss 
shortly, there are counter-critiques to this view and indeed to the possibility 
that queer theory may be somewhat less radically deconstructionist in this 
respect, than it may first appear. Before that, I want to focus on another 
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queer turn, one that in many ways begins to highlight the limits of queer 
theory and why, sometimes, queer theory needs to be aligned with, brought 
into dialogue with, other theoretical perspectives. 


Troubling intersections 


Since its inception, there have been numerous criticisms of queer theory, 
largely that its radically deconstructionist imperative can become an apolo- 
gist for neo-liberalism, and hence it is actually both reactionary and regres- 
sive (Hennessy, 2000; Kirsch, 2000). Furthermore, the deconstruction of 
identities has the potential to overlook important structural inequalities, 
related to class, race, ethnicity and ableism, among others (McCann and 
Monaghan, 2020). To this end, other writers have sought to challenge and 
realign queering with other theoretical frameworks, including intersection- 
ality, critical race studies and disability studies (ibid.). I cannot discuss all 
these in detail in this chapter, but I want to highlight ones that I think have 
added to queer theory in ways that make its usefulness to critical dementia 
studies particularly apposite. 

Emerging from black feminism and critiques of the occlusion of race in 
feminism, intersectionality refers to the way that multiple structural mar- 
ginalities co-construct each other to create disempowerment and privilege 
(Choo and Ferree, 2010). Intersectionality has been used effectively in stud- 
ies of ageing to highlight the ways that age is always racialised, gendered, 
sexualised and classed (Hulko, 2009; Warner and Brown, 2011; Westwood, 
2016). It highlights the ways that ageing is not only diverse but happens at 
the complex intersection between a range of identities and sources of social 
division; one is never ‘just’ an older person, but an older, gendered, racial- 
ised, dis/abled, sexualised, classed person, etc. However, in these writings, 
the significance of identities is not deconstructed as in queer theory, but it 
is decentred in the sense that age and ageing are social processes not decou- 
pled from others. In this respect, whereas queer theory could be said to 
reify difference, turning difference into a form of pride and empowerment, 
intersectionality retains a focus on the practices and processes of marginal- 
isation and how the intersection of different but co-constructing identities 
work to disempower along multiple axes of self. 

Some writers have incorporated intersectionality into queer theory, par- 
ticularly to redress the erasure of ethnic and racial difference. For instance, 
José Esteban Muñoz (1999, p. 4) discussed the processes of disidentification 
practised by drag performers of colour as: 


The survival strategies the minority subject practices in order to nego- 
tiate a phobic majoritarian public sphere that continuously elides or 
punishes the existence of subjects who do not conform to the phantasm of 
normative citizenship. 

(my emphasis added) 
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Muñoz indicates that disidentification occurs for these drag performers of 
colour because of the intersection of gender, sexuality and race, and it is 
a way in which all aspects of their identities are transformed. Muñoz sug- 
gests that disidentification practices occur in counterpublics: locales where 
minoritised subjects are gathered and in which they can engage in actions 
which counter the dominant ideology, or ‘survival strategies’, 

Ferguson (2019) also argues that queers of colour are further marginal- 
ised in any queer theory that focuses on a single — one-dimensional — issue 
without a full assessment of historical and political complexity: that queer 
liberation cannot be disengaged from the racialised projects of neo-liberal 
capitalism. Meanwhile, Moussawi and Vidal-Ortiz (2020) argue that decen- 
tring whiteness in queer theory is important if it is to avoid replicating exist- 
ing power structures and marginalities. 

The points raised regarding the importance of decentring whiteness in 
queer theory are emphasised specifically in relation to dementia by Kontos 
et al. (2021) who argue that it is time to reimagine dementia in ways that rec- 
ognises multiple marginalities, particularly how dementia care can repeat 
practices of segregation and social control experienced by people of colour. 
If a queer of colour critique is incorporated into such studies of dementia, 
then the intersections of dementia, race, sexuality, gender identity and fur- 
ther sources of social division within a historical and political context are 
clearly needed (see also Chapter 8). It is not simply that a queer approach to 
dementia needs to challenge issues of chrononormativity, cognonormativity 
and issues around time and space, but that this project will be incomplete 
as one of challenging inequality and privilege and creating empowerment 
unless it recognises intersectionality, especially the systemic and systematic 
practices of ethnic and racial exclusion. 


Queer troubles 


In a critique of an implicit ableism contained within queer theory, Johnson 
(2015) argues that in seeking to de-pathologise conditions that are norma- 
tively constructed as pathological, or illnesses or disabilities, ideas about 
queer failure in the work of Halberstam inadvertently romanticise or fet- 
ishise these conditions. Arguably, the notion I have put forth in this chap- 
ter, that a series of queer turns within queer theory provides useful ideas 
and concepts that can be applied within critical dementia studies, could be 
said to be problematic because, to a greater extent, queer theory has not 
adequately addressed cognitive difference and alternative rationalities — the 
subject of queer theory is, to a greater degree, predicated on a knowing sub- 
ject. Does that invalidate what I have been arguing? I do not think it does if 
queer theory begins to take on a more explicit focus on the politicisation of 
disability and how cognitive differences are manifested. 

Jasbir Puar’s book The Right to Maim: Debility, Capacity, Disability (2017) 
extends her queer theoretical work to consider how disability is deliberately 
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constructed under conditions of neo-liberalism in ways that can be used to 
create and extract value. In a blistering critique of a whole range of institu- 
tions, states and forms of identity politics, Puar defines this process as one 
in which “bodies... are sustained in a perpetual state of debilitation precisely 
through foreclosing the social, cultural, and political translation to disabil- 
ity’ (2017, p. xiv). 

Within this constellation of theoretical concepts and ideas, Puar offers 
critical dementia studies and queer theory itself a renewed focus on the 
practices of actual and symbolic violence that operate when certain people, 
certain bodies and certain selves are identified and governed as pathologi- 
cal but controllable through the institutions of the modern state. I opened 
this chapter with the suggestion that dementia is one of the ‘major causes of 
disability and dependency among older people worldwide [with] physical, 
psychological, social and economic impacts’ (World Health Organization, 
2021). This indicates to me why queer theory and its insights are useful in 
challenging biomedical definitions, but also why incorporating insights 
from crip/queer/trans studies has much to offer critical studies of demen- 
tia as well (Baril and Silverman, 2022; Johnson, 2015; Silverman and Baril, 
2021). 


Conclusion 


This chapter has examined the usefulness and indeed some of the problems 
of taking a queer theoretical approach towards studies of dementia. I have 
argued that through several turns, queer theory has much to offer critical 
dementia studies. This is not to say that there are no problems with doing 
this important theoretical and conceptual work and I have highlighted 
points where this is the case. Overall, however, the deconstructive, denatu- 
ralised and anti-foundational approach of queer theory provides an impor- 
tant source of critique to the highly biomedical framing of dementia and as 
such, I think that it adds to approaches from across the social sciences and 
humanities in seeking to redress this framing. 
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18 Neurodiversity and dementia 


Pitfalls, possibilities and some 
personal notes 


Linda Örulv 


Introduction 


Following in the footsteps of the disability movement, a citizenship perspec- 
tive for dementia is increasingly gaining ground. People with dementia are 
recognised as active agents, albeit within the boundaries of their condition 
and with a certain amount of vulnerability to marginalisation (Bartlett and 
O’Connor, 2007, 2010). The time has now come for dementia research to 
learn from critical perspectives and analytical tools within the disability 
movement(s) to investigate the relationship between the boundaries of the 
condition and the process of marginalisation. This chapter tentatively out- 
lines how the concept of neurodiversity and (selectively) the neurodiversity 
paradigm can contribute to critical dementia studies, including both pitfalls 
and possibilities. As we shall see, it comes with some urgent caveats to avoid 
inviting harmful inferences and comparisons. 

Now, first I need to say something about my own relationship to the topic. 
As a communication ethnographer in the field of dementia, my research 
interest has been centred around the perspectives of people with demen- 
tia as they develop and take shape in social interaction, especially among 
peers. As a contrast to the ‘personal tragedy’ discourse that often accompa- 
nies a one-sidedly medical model for understanding the condition(s), I have 
emphasised how residents in dementia residential care actively used their 
remaining linguistic and cognitive resources to make sense of their situa- 
tions, their surroundings and their lives. I have also for seven years worked 
closely together with a group of people with early-stage dementia engaged in 
mutual support and self-advocacy. I’m currently writing a book on mutual 
support among people with dementia, highlighting among other things how 
the participants create a space together that allows them to interact in ways 
better adapted to their current functioning. This is all very much in line with 
what the neurodiversity paradigm is about. However, the self-advocates 
in the group have fought hard to have their symptoms taken seriously with- 
out any trivialisation and recognised as something distinctly different from 
‘normal’ (or expected) ageing or the regular ups and downs of human life. 
While positioning themselves as agentive and resourceful, the medical 
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diagnosis has been of utmost importance to them — for sense-making pur- 
poses, as a tool to manage and negotiate social interactions and expectations 
and eliciting understanding and support, and as a foundation on which they 
base claims to specific rights warranted by impairment. They would most 
definitely welcome a cure to what they experience as a disruption to their 
previous functioning and as a source of distressing symptoms intruding into 
their lives. To the extent that a neurodiversity paradigm opposes patholo- 
gising varieties of cognitive functioning in general — something that is under 
debate among proponents — the dementia self-advocates that I know would 
find that it is against their interests and even harmful. Therefore, I cannot 
vouch for such an application of the paradigm with regard to dementia. 

However, I am ‘neurodivergent’ myself, or part of a neurominority! — I am 
autistic, and I have ADHD and Tourette’s syndrome. While I medicate to 
alleviate some difficulties that come together with my ADHD in this society, 
I generally subscribe to a conviction that variation of neuro-functioning is 
valuable to humankind. While I certainly wish to cure my depressions as 
needed, I find attempts at ‘curing autism’ deeply worrying to say the least. 
Quite frankly, I consider it to be eugenics, and I know I am far from alone in 
that, even though I cannot speak for everyone. So, you see, this is a sensitive 
topic, and a complex one. It is deeply existential and political and a potential 
minefield when we dig deeper into the implications of specific ontological 
claims if taken far enough. Hence the need to untangle such claims from 
‘epistemically useful’ concepts and analytical tools (Chapman, 2020b). If we 
accept that they fulfil different purposes we can apply a ‘no harm’ approach 
that is sensitive to the lived experiences of people with different conditions 
or neuro-configurations. I do not believe in a ‘one size fits all’ principle as 
to what neurodiversity means ontologically. There is a place for ontological 
claims as an important part of a political struggle for social change, and 
researchers can support that as allies (while making clear whether some- 
thing is an assumption or empirically based), but claims may need to dif- 
fer between different groups (and within groups as well, depending on how 
groups are delineated). 

Neurodiversity as a concept refers to variations in cognitive, affectual 
and sensory functioning, including both the predominant neurotype — the 
neurological wiring of the so-called neurotypical population — and diver- 
gences from it, as it is a quality pertaining to a group and not to individuals 
(Bertilsdotter Rosqvist et al., 2020). So far, we are talking about an ontolog- 
ical fact about human biology. As a group, human beings are diverse when 
it comes to functioning, and neurodiversity pertains to specific modalities of 
variation, namely cognitive, affectual and sensory functioning. When peo- 
ple talk about a neurodiversity perspective or paradigm, they usually mean 
something beyond that mere fact (Walker, 2014). A major component is that 
of challenging normative models of functioning (Bertilsson Rosqvist et al., 
2020). I can see how this could be applied to dementia insofar as it points to 
how those norms limit our possibilities to act and interact in society, thereby 
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alienating and marginalising minorities that diverge from them. In other 
words, it would highlight mechanisms of “cognitive othering’ (ibid., p. 2, see 
also Chapter 14 in this volume). 

However, the paradigm is also associated with a political struggle to 
de-pathologise neurodivergence (Chapman, 2020a, 2020b; Walker, 2014) 
and even question the use of a “species norm for assessing (and valuing) our 
functional abilities at all, in favour of the notion that diversity itself is nor- 
mal’ (Chapman, 2020b). This is where it gets complicated. The very strength 
of the idea is also what makes it sensitive. 

It has been argued that neurodiversity is a ‘moving target’ insofar as it 
will continue to change depending on interactions between different groups 
of people and different societal institutions, entangled in complex ways. A 
singular definition may not be possible (Chapman, 2020b). Bertilsdotter 
Rosqvist et al. (2020) conclude that the scoping of neurodiversity (in the 
sense of a movement or paradigm, I would presume) needs further reflection 
insofar as it is an empirical question whether medical conditions perceived 
as ‘interruptions’ coincide with subjectively experienced differences and 
identities. Boundaries between normality and otherness are ‘always subject 
to cultural and ideological pressures’ (Bertilsdotter Rosqvist et al., 2020, 
p. 2). The authors mention the possibility that dementia may be recognised 
as part of a ‘broader continuum of sensory, affectual, and cognitive pro- 
cessing’ (ibid.) while also clarifying that ‘this still requires the recognition 
that particular configurations of human minds come with particular chal- 
lenges within different stages of our lives, including those that are consid- 
ered impairments by the individual’ (ibid.). 

In the following, I will discuss the pitfalls of relativising increasingly dis- 
ruptive difficulties among people with dementia diseases on the one hand, 
and on the other hand undermining the struggle in some groups (autistic 
self-advocates and others) to de-pathologise their functioning. I will then 
reflect on the possibilities for new knowledge production in terms of eluci- 
dating and deconstructing taken-for-granted assumptions about cognitive, 
affectual and sensory functioning. 


The pitfall of relativising disruptive difficulties 


In the field of critical autism studies, the book corresponding to this one 
(Bertilsdotter Rosqvist et al., 2020) leads with the following quotation: 


My [autistic] personhood is intact. My selfhood is undamaged. I find 
great value in my life, and I have no wish to be cured of being myself. 
(Sinclar, 1992, p. 302, quoted in Bertilsdotter Rosqvist et al., 2020, p. v) 


Leading with a similar quote as a pamphlet for critical dementia studies 
would possibly be seen as provocative, perhaps even disrespectful, to the 
experiences that many people with dementia do express of having their 
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sense of self challenged by acquired brain damage, not to mention the iden- 
tification with the condition as one's very being.” 

Thankfully, the earlier one-sidedly deficit-oriented discourse on demen- 
tia as entirely robbing the individual of their self (see Ballenger, 2006; 
Downs, 2000; Herskovits, 1995; and Lyman, 1989, for overviews) has 
over time met extensive criticism and had to give way to more nuanced 
approaches such as the personhood perspective (Kitwood, 1988, 1993, 
1997a, 1997b; Kitwood and Bredin, 1992) and later also the citizenship 
perspective (Bartlett and O'Connor, 2007, 2010) and other agency-based 
perspectives (Hydén and Antelius, 2017; see also Chapter 6). Over the last 
two decades, an increasing body of research has demonstrated how people 
with dementia actively use remaining resources to maintain their social 
identity, how they continue to honour their values, and so forth (e.g. Hydén 
and Orulv, 2009; Órulv, 2014a; Orulv and Hydén, 2006), and how they can 
also remain agentive in everyday interactions and in society (e.g. Órulv, 
2012). Thus, the notion of undamaged selfhood and intact personhood is 
not that far-fetched when it comes to dementia, apart from the difficulties 
that make them fragile. Yet, the quotation seems to imply something else — 
the context is that of de-pathologising the condition and reclaiming it as a 
minority identity. 

If we compare the cases of dementia and autism, there are crucial differ- 
ences to how they manifest. While dementia sets in as a disruption to the 
functioning that was already in place, autism is often likened to function- 
ing from a different ‘operative system’ altogether and is described by self- 
advocates as something that is deeply integrated into the very core of one’s 
personality. Somehow, I doubt that we will ever see an identity-first decla- 
ration from dementia self-advocates, protesting the phrasing ‘person with’, 
whereas this is central for the majority of autistic self-advocates. A scenario 
where people living with dementia oppose the idea of a possible cure seems 
even more far-fetched. 

There are occasional (rare) examples of individuals with dementia fram- 
ing their condition mainly as an asset rather than a disorder. A case study on 
dementia at the intersections (O'Connor et al., 2010) describes a woman with 
indigenous descent who found that the unfolding of dementia brought her 
closer to her spiritual roots and helped her develop as an artist. The notion 
of dementia as coming home spiritually would certainly be interesting to 
explore further if empirical data allow it. An interesting note here is that 
when people with dementia do report not being bothered by difficulties, it 
is commonly seen as being in denial, so it might be the case that positive 
aspects of dementia are overlooked. 

However, I believe it is fair to say that most people who develop dementia, 
at least in societies with high demands on intellectual skills and independ- 
ence in daily life, would welcome a cure as long as they are able to under- 
stand the implications of it. While people with dementia can develop coping 
strategies (e.g. Pearce et al., 2002) and (contrary to common belief) are still 
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able to learn new skills (Ingebrand et al., 2021) and solve problems together 
(Orulv, 2019), let alone actively use their remaining resources in productive 
and creative ways (Hydén et al., 2013; Hydén and Orulv, 2009, 2010; Orulv, 
2008, 2010, 2014a; Orulv and Hydén, 2006), there is no denying that disrup- 
tive changes occur, especially at later stages. Conditions such as Alzheimer's 
disease and vascular dementia are progressive, unlike autism, which means 
that over time the need for support in daily life tends to increase, and even- 
tually they may even lead to death. As Sandberg argues in Chapter 15 on 
feminism and dementia, getting caught up in the dichotomy of negativity 
and decline versus the positive, productive and agentic is an all too common 
trap, and we tend to be invested in the latter. We need to get beyond that to 
see the nuances. 

People with dementia who are engaged in activism and/or mutual support 
tend to choose not to downplay their difficulties, but rather to emphasise 
them and thereby claim their right to support and understanding (Bartlett, 
2014; Beard and Fox, 2008; Orulv, 2017a). In doing so, they accentuate expe- 
riences and needs that are shared among the group members and affirmed 
in solidarity (Bartlett, 2014). However, they do not internalise the tragedy 
discourse that is so often put forward in the public discourse, perhaps espe- 
cially in fund-raising, portraying them as victims and burdens. 

In a long-term ethnographic study of a dementia self-help and self-advo- 
cacy group (Órulv, 2012, 2014b, 2017b, 2019), I found that the participants 
were involved in complex balancing acts, manoeuvring artfully between 
two evils, or navigating between the proverbial Scylla and Charybdis:? triv- 
ialisation and dismissal. While putting forward their difficulties in advo- 
cacy work, fighting to have their support needs be taken seriously, they at 
the same time put forward their mutual experiential knowledge as a major 
source of authority, which demonstrated competency. They fought a two- 
front battle facing both trivialisations of symptoms and dismissal due to 
stereotypical assumptions (Orulv, 2012); this has been referred to as dealing 
with double stigmatisation (Ohlsson, 2009). The complexity of navigating 
in-between trivialisation and negative categorisations was reflected in the 
group sharing as well. Participants skilfully and with great finesse drew on 
rather contrasting storylines to balance reports on increasing difficulties 
and support needs with more agentive images and other attributes support- 
ing a positive sense of self — both for themselves and for their friends (Órulv, 
2012, 2014b, 2017b). The intricacy of the ‘footwork’ and positioning involved 
deserves a book on its own (which is why I am also currently writing one). 

Additionally, the participants brought forward a social perspective of 
being interrelated with others and with society, as agents depending on other 
agents, in line with a social model of disability (Orulv, 2012). They were able 
to do that without relativising the disruptive difficulties that they were expe- 
riencing, even though their audience and the people around them weren't 
always able to appreciate those nuances. It is my hope that in bringing the 
concept of neurodiversity into the field of dementia studies, we too, as well 
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as our readers, will find ways to hold more than one thought simultaneously 
and thus avoid throwing out the baby with the bathwater. After all, it is 
possible to critically discuss norms around cognitive, affectual and sensory 
functioning and to acknowledge and respectfully meet the great variety of 
needs within the human population without adhering to full-on relativism 
or denying any hardship that might be inherent to a condition even with full 
support from society. 


The pitfall of pathologising neurodiversity (or undermining 
de-pathologisation) 


In bringing the concept of neurodiversity into the field of dementia, we are 
also bringing dementia into the discourse on neurodiversity. Let us say that 
we manage to avoid the pitfall of trivialising disruptive difficulties associ- 
ated with dementia by way of maintaining the disease/disorder status. If so, 
we are instead facing the risk of undermining the political struggle within 
neurodiversity movements to de-pathologise diagnoses such as autism, 
unless we can successfully explain why medical diagnoses are warranted in 
some cases and not in others. 

Chapman (2020a) delves into why a biostatistical species norm with 
regard to neuro-functioning is untenable. A biostatistical species norm is 
based on the idea that we can measure whether or not any given subsystem 
is functioning correctly by comparing it to the standard (average) function- 
ing within a so-called reference class that is supposedly homogenous. This 
might include, for instance, same species, age and sex — criteria that are for 
some reason deemed naturally uniform. The assumption here is that health 
is the same thing as what is statistically normal. The problem is that it is 
far from self-evident what criteria should be included in the reference class. 
It turns out that any such categorisation involves normative assumptions. 
Who is to say that Down Syndrome or some other neurotype is any less nat- 
urally uniform’ than sex? As Chapman (2020a, p. 61) points out, ‘depending 
on what we decided to include or not, the outcome in terms of who is consid- 
ered pathological or not will shift’. A neurodiversity paradigm contests the 
very notion that the neurocognitive functioning of our species is uniform 
enough for a statistical average to be considered the healthy or correct func- 
tioning. Using a biostatistical species norm of normal neurocognitive func- 
tioning to distinguish dementia from other conditions would thus ignore 
this important critique of the medical model, which would undermine one 
of the strongest arguments that the neurodiversity paradigm presents. 

Furthermore, Walz (2020) presents a historical development that clearly 
illustrates the danger of normative assumptions about neurocognitive func- 
tioning. She argues that the pathologisation of neurodivergence has a pain- 
ful history which is in many respects still ongoing, especially when we take 
other intersections and socioeconomic processes into account on top of it. 
Chown (2020) elucidates how the use of pathologising language not only 
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legitimates striving for an eradication of divergent ways of functioning, such 
as autism, but even hides the fact that there is an ethical issue there to dis- 
cuss and to assess in research ethics committees, as used to be the case with 
homosexuality.* 

Using a biostatistical species norm for what is healthy neurocognitive 
functioning to distinguish dementia from other conditions to avoid trivial- 
ising disruptive experiences would ignore the methodological issues associ- 
ated with the construction of such a norm. It would also probably not be the 
best move ethically, as accepting such a norm is the basis for pathologising 
neurodivergence in general which I — and many with me — would argue is 
harmful. As Chown (2020, p. 31) puts it, 


[mJany autistic scholars believe that no researcher should ever assume 
that it is appropriate to seek to destroy any aspect of humanity with- 
out societal acceptance of the justification of their work, an acceptance 
that must be based on the most thorough of investigations and debates 
because the very survival of a category of people depends on it. 


The difference would have to have a firm basis in lived experiences from 
the inside (cf Borkman, 1976 and 1999, on experiential knowledge), and be 
focused on well-being (Chapman, 2020a) rather than some neuronormative 
generalised pseudo-scientific ideal regarding functioning. 


The neurodiversity paradigm as an explorative stance 


Above I have briefly outlined some of the political terrain that critical 
dementia studies need to navigate with regard to a neurodiversity paradigm. 
Admittedly, a question that has been running at the back of my mind is 
whether it is such a good idea to fit a condition (or group of conditions) 
such as dementia into a paradigm which not only focuses on the agentic 
aspects of lived experience (which has been at the heart of my own research) 
but is also associated with celebrating the diversity that it would be part of. 
Are the differences in lived experiences in-between groups too vast? Are the 
goals of self-advocacy in conflict between the groups? Do the benefits make 
up for the risks? I came to the conclusion that those are empirical questions, 
not something that I can take it upon myself to assess prematurely, and that 
exploring both the differences and the similarities would add to the knowl- 
edge base of what it is like to be human under different conditions. After 
all, it would be highly ironic to reserve the discourse of neurodiversity for a 
homogenous group. 

Hart (2020), seeking an alliance between the neurodiversity movement 
and the hearing voices movement, sees neurodiversity as something that is 
flexible enough to bridge between conflicting discourses and move beyond 
unhelpful polarisations. A similar bridging function has been noted by 
Graby (2015) for the disability movement in relation to the mental health 
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system survivors’ movement. Perhaps we can also see echoes here of Kafer’s 
(2013) emphasis on affinities in the crip movement as potential grounds for 
political coalitions. 

For those theoretically inclined who wish to delve into ontological ques- 
tions about the nature of neurodiversity, Chapman (2020a) proposes dis- 
tinguishing between what is inherently good or bad versus what is good or 
bad in a specific context (of both external conditions and other individual 
traits). He argues that in terms of well-being, neurodiversity is value neutral 
when it comes to inherent qualities. Applying this to dementia would mean 
that there might be circumstances under which dementia might not have a 
negative effect on well-being and could even be considered to have positive 
effects. Apart from a supportive environment, such circumstances might 
include a combination of personal conditions that would help frame the 
changes in functioning in a positive way, such as a propensity for optimism 
and valuing other qualities than the intellect. 

This seems to resonate with the experience of the case study mentioned 
earlier (O’Connor et al., 2010), the artist with indigenous descent who found 
that dementia helped her to reconnect with her spiritual roots. The condi- 
tions seemed to be just right for her to have a positive experience, at least at 
that point in the development. Bartlett (2014) mentions a window of oppor- 
tunities for activism in the early stages, not only because such engagement 
is still possible within that time frame but also because aspects of the devel- 
opment seem to provide conditions for the kind of bravery that activism 
demands. Some of my informants have similarly mentioned that since the 
onset of dementia, they have been less prone to forsake their own needs and 
well-being and bend over backwards to accommodate others as they were 
previously inclined to do because of normative expectations. 

Empirically, it might turn out that there are aspects of the neuro-func- 
tioning in dementia that are not inherently bad whereas others are. Fol- 
lowing Chapman (2020a), it could thus be argued that aspects that turn out 
to be inherently bad in terms of well-being would fall outside the scope of 
the neurodiversity paradigm and instead be seen as medical issues. With 
a progressive development, the configuration of specific ways of function- 
ing changes over time, wherefore the applicability of different frameworks 
might change too. While avoiding hardship-denying claims, this opens up 
interesting research questions. Under what specific conditions might aspects 
of dementia stand out as positive developments? Are there ways to cultivate 
such conditions to make those aspects of neuro-functioning flourish, and 
what would that look like at different stages of the development? 

Since human experience is always situated, it may not be possible to 
tease out once and for all what ‘bads’ are inherently bad and which ones 
are dependent on external circumstances that could be changed, such as 
normative expectations. Whereas dementia self-advocates tend to use the 
disease label as a resource, as mentioned earlier, it has also been argued by 
some researchers (for instance Ballenger, 2006; Herskovits, 1995) that the 
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pathologisation transforming senility to Alzheimer's disease has increased 
the stigma rather than the opposite. People with dementia have become the 
‘unsuccessful others’ to notions of successful ageing (Sandberg and Mar- 
shall, 2017). 

I have suggested elsewhere (Orulv, 2008) that medical approaches to 
dementia are not problematic per se, although arguably quite deficit ori- 
ented. The problem is due to the lack of pervasive alternative resources for 
making sense of dementia in our everyday world outside of the medical 
territory — which is why critical dementia studies is needed. With a neurodi- 
versity paradigm in mind, I will have to admit that I do not actually know 
exactly where the medical territory begins and ends. I would be cautious 
about making judgements as to whether specific traits of neuro-functioning 
associated with dementia are aspects of ‘natural’ variation or ‘naturally’ 
pathological. As an ethnographer, instead I would stay true to empirical 
data and depict the meaning-making processes of groups as they organically 
develop, elucidating the grounds for their own preferred positioning. There 
are always political aspects to what questions we ask in our research, or even 
to what questions we can come up with depending on our own biases, which 
is why we need critical lenses in the first place. 

As researchers it is not our role to outline which groups are allowed to 
identify as neurominorities and on what grounds. Our role is to use concepts 
tentatively, exploratively, to see what kinds of new knowledge it produces 
and how it resonates with lived experiences. Slicing and dicing things along 
different axes makes it possible to investigate dimensions that are otherwise 
neglected. Chapman (2020b, p. 219) proposes that neurodiversity is ‘more 
of an epistemically useful concept than anything else’ insofar as it ‘helps 
us imagine the world differently to how it currently is’. He further suggests 
that “by adopting a neurodiversity perspective, we can alter actual relations; 
all the way from how we empathize with neurological others on a personal 
level, to how we design scientific experiments or public spaces” (p. 220), 
something that may eventually change our shared world for the better. In 
the meantime, we can develop shared vocabularies and other tools for our 
shared sense-making and for knowledge production. I do believe that this is 
the way forward. 


Approaching dementia without a neurotypical gaze 


On a personal note, I cannot ignore the affiliation I have felt with my 
research participants on the very ground that they were neurodivergent too, 
and the recognition that exists between us in some respects even though 
there have also been great differences. I would say that my most important 
contributions to the field of dementia research are due to being part of a 
neurominority on my own part, or due to the lack of a neurotypical gaze 
(Bertilsdotter Rosqvist, Orulv et al., 2020; Stenning, 2020). For instance, 
I was able to see the active meaning-making that was going on in a long 
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sequence of confabulation. I tuned into the narrative logic, the integration 
of interactional and environmental clues, the identity work that was going 
on, with moral agency as a key component, and the logical adaptation of 
the storyline to better fit with new clues. All this while staying true to the 
original moral of what was being said (Órulv and Hydén, 2006). Similarly, 
I was able to see previously neglected dimensions of disorientation, with 
regard to both social and moral understandings of places as they manifest 
from moment to moment in social interaction and available frameworks 
(Orulv, 2010, 2014a). From a somewhat reductionist angle, I could say that 
1t was thanks to my own experiences of having to do constant detective 
work in order to fit into neurotypical practices — a difficulty associated with 
being a minority that turned out to be a condition for a fresh perspective 
(cf Stenning, 2020, on Greta Thunberg’s life writing). However, that does 
not entirely cover it. 

My lack of neurotypical gaze made me less prone to generalise in accord- 
ance with common neurotypical categorisations of social situations. This 
impacted how I collected my data. Rather than recording pre-defined 
activities within fixed timeslots, I chose to record fewer but longer peri- 
ods of times. This enabled me to record in full spontaneously arising epi- 
sodes which were meaningful from the perspectives of the participants 
with dementia, regardless of how they fitted into the overall planning of 
activities. The recording was done in an improvising mode sensitive to 
the action and the drama that I was able to perceive at the time. In con- 
trast to common neuronormative’ assumptions that being autistic would 
make it difficult for me to tune into the perspectives of other people, I 
would argue that the opposite was the case. Not only could I easily relate 
to navigating a confusing environment adapted for a different cognitive, 
affective and sensory functioning than mine; I could viscerally sense it in 
my own body as it happened. The kind of step-by-step meaning-making 
that one adheres to when being alienated by the social environment — that 
navigational stance is embodied. In mirroring it, there was an embodied 
knowing that alerted me and informed my ethnographic intuition. Cor- 
respondingly, the research participants seemed to share a similar alert 
system, recognising me as a ‘fellow alien’, which made them comfortable 
enough to share glimpses of their inside experience that would otherwise 
have remained backstage. This tells me that there is something important 
to be gained from reaching out to each other and reinforces the argument 
for why a neurodiversity paradigm is so valuable to our understanding of 
dementia. 

In my later research with the mutual support and advocacy group for 
people with dementia, my own neurodivergence enabled me to take part in 
the sharing and exchange of strategies of dealing with daily life in a way that 
neurotypical people could not do without violating boundaries. We shared 
solidarity, and the group participants did not feel that my recognising myself 
in them was trivialising their difficulties. 
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In the field of dementia research, the urgency of “bringing the social back 
in’ was emphasised more than three decades ago as a criticism of the bio- 
medicalisation of dementia in everyday life (Lyman, 1989), and that posi- 
tion has become more and more influential since then. There is thus already 
an alignment between dementia research in the social sciences and what 
Jurgens (2020) calls an ‘enactivist’ framework within neurodiversity studies, 
pointing to the need for research to be firmly rooted in its intersubjective 
social context. For instance, the following quote on understanding autistic 
individuals should ring a bell: 


[O]nce we stop thinking of the main action of social cognition as hap- 
pening in the heads of individuals and put it back in the space of inter- 
actions themselves it becomes clear that successful social engagement 
is a joint responsibility. It is best conceived of as a shared endeavour 
in which adjustments need to be made by all parties involved to ensure 
successful outcomes. 

(Hipólito et al., 2020, p. 206) 


The same point has been argued with regard to dementia by researchers 
such as Kitwood (1988, 1993, 1997a, 1997b; Kitwood and Bredin, 1992) 
and Sabat (1994a, 1994b, 2001, 2006; Sabat and Harré, 1994), among many 
others, during the last few decades. Yet, a significant aspect of the social 
interaction has been overlooked in dementia research, namely the neuro- 
typical gaze or positionality. What if the adjustments needed for successful 
interaction — along with the very understanding of what it is like to live with 
dementia — can only be fully understood by way of venturing beyond that 
gaze? What if the neurotypical positionality of researchers, which has so 
rarely been problematised within dementia research, renders invisible the 
most urgent questions by neglecting neurominority perspectives that could 
possibly envision alternative ways of living well? 

More recently, in proposing a citizenship perspective for dementia, Bart- 
lett and O'Connor (2007, 2010) have paved the way for structural analyses 
and opened up the field to empirical research on self-advocacy and activism, 
thus acknowledging dementia as disability and as a political issue. A neu- 
rodiversity lens might provide a useful tool for exploring how it is a political 
issue and thereby generate new knowledge. 

Jurgens (2020) argues that an enactive (intersubjectivity-focused) frame- 
work is especially well suited for neurodiversity studies. In emphasising the 
importance of social practices and institutions, it can elucidate ‘the ways in 
which neurotypical social practices and institutions can harm autistic indi- 
viduals’ social cognitive skills, identity, and wellbeing’ (Jurgens, 2020, p. 86). 
Applied to the field of dementia, this is basically Kitwood’s malignant social 
positioning with a political twist and with the addition of being informed by 
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the specificities of cognitive, affectual and sensory functioning, not as faults 
but as facts. 

Following Kafer’s (2013) ideas of forming affinities and affiliations to 
extend and challenge the parameters of disability theory, a cross-pollina- 
tion between neurodiversity studies and critical dementia studies has the 
potential to bring forth new alliances, new ideas and new angles in both 
fields. This assumes an open explorative and tentative use of the neurodi- 
versity lens, as a curious ‘what if” and ‘why this now’ rather than a locked-in 
or fixed position. It also presupposes a focus on well-being rather than nor- 
mality, opening up for alternative forms of well-being, while staying true 
to all the nuances — all the colours of the rainbow and of the dark clouds, 
depending on circumstances. 

Rather than just exchanging theoretical concepts and comparing empir- 
ical data, as intellectual exercises, I see a potential in taking the enactive 
approach a step further by creating arenas for people with dementia to get 
together with and exchange experiences with different kinds of neuromi- 
nority groups, preferably on their own. It would enable something different 
from the usual ‘norm meets other’ exchange, with the neurotypical gaze as 
the taken-for-granted default perspective against which the cognitive other 
is measured. In the absence of the neurotypical gaze, (current) normative 
assumptions just might collapse, as the norm around which they are centred 
is no longer present as their anchor. I am curious as to what might develop 
in their place as a new shared space organically comes into being, especially 
over time, based on the embodied knowing and mutual recognition that are 
made relevant in the interaction. 


Notes 


1 Divergence presupposes a norm from which an individual can diverge, and any 
basis for such a norm would have to be a construct. Furthermore, the more one 
investigates the process of establishing such norms, the more arbitrary it seems. 
See Chapman (2020a) 

2 With some imagination I can see how a similar quote could function as PR 
for some private residential care facility, accompanied with idyllic pictures of 
laughing residents being cared for by radiantly smiling nurses in perfectly clean 
and yet homelike settings. 

3 Sea monsters between which Odysseus had to navigate according to Homer, or 
possibly other maritime hazards, located so close to each other that they posed 
an almost inescapable threat to passing sailors. 

4 There is even social acceptance today of so-called therapies for (or rather 
against) autism that correspond to the conversion therapies that gay people have 
been subjected to, resulting in severe traumas. 

5 As a bitter side note, with an increasing degree of austerity politics, it might 
not be realistic to expect anyone to articulate positive neurodiverse experiences. 
Given a development with less and less support for people with disabilities (or 
people who are disabled by society), there might be a need to articulate only the 
suffering and impairing aspects — or else risk not being admitted support. As 
researchers we need to be cautious about expressing ourselves in ways that could 
be used to legitimise dismantling of the social welfare systems. 
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6 In the broad sense, confabulations are usually defined as false narratives or 
statements about the world and/or self due to some pathological mechanisms or 
factors, and with no intention of lying. 

7 Please note that the double empathy hypothesis (Milton, 2012a, 2012b) states 
that neurotypical people have just as much difficulty taking the perspectives of 
autistic people as the other way around — it's a mutual problem between two 
groups with inherently different cognitive styles in communication. 
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19 Thinking back and looking 
ahead 


Co-ordinates for critical 
methodologies in dementia studies 


Richard Ward and Linn J. Sandberg 


Introduction 


In her chapter in this book, Hailee Yoshizaki-Gibbons points to argu- 
ments in the related field of critical disability studies for moving away from 
approaches that treat disability as an object of study and towards think- 
ing of a critical approach as primarily a question of methodology (see, for 
example, Minich, 2016; Schalk, 2017). We admit a certain hesitance here, 
wondering, for instance, whether this would mean abandoning to a biomed- 
ical domain any effort to explain and define dementia, given what we know 
of the material consequences this has had for people’s lives in the past. But 
also, as we come on to argue, because object/subject and methodology are 
in continual dialogue — arguably even co-constitutive. Nonetheless, there is 
real merit in thinking through this question of critical dementia studies as 
heralding a distinctive methodology or at least causing us to re-work exist- 
ing methodologies — de-familiarising what has become routine, habitual and 
assumed. Such a move could help shift the locus of dementia research from 
a politically insulated concern with the person and their experience of the 
condition to an outward vista where dementia (or as Linn suggests earlier, a 
‘demented standpoint’) becomes a basis on which to analyse broader social 
and political conditions. Indeed, we suggest this could be a key objective for 
critical dementia studies and as Richard has argued elsewhere: 


Such a development could mark the opening of a radical critique of 
‘able-mindedness’ as an organising principle and normative influence 
upon the social, political and material environments inhabited by us all. 

(Ward, 2016, p. 227) 


With this in mind, we want to use this final chapter to consider the 
co-ordinates that might guide emerging critical methodologies for demen- 
tia research and/or disrupt established methodologies in the field. With 
a particular focus on ethnographic approaches, we draw on the work of 
feminist ethnographer Patti Lather (2007), who has called for an academic 
form of getting lost as the basis for a new kind of methodology — one that 
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embraces uncertainty, not knowing and a loss of confidence as methodolog- 
ical strengths. 

Our aim is to consider Lather’s arguments hand-in-hand with Alison 
Kafer’s (2013) proposal for a political-relational approach to illness and disa- 
bility and to draw out the implications for dementia research. Kafer outlines 
the transformative potential of a critical lens by opening to question the 
(biomedicalised) constitution of discrete categories of illness and disability. 
She argues that deconstructing such categories can aid in the identification 
of ‘collective affinities’ between previously sub-divided groups and that this 
can lead to forging ‘strategic alliances’ as the basis of a new coalitional pol- 
itics. Kafer targets the de-politicisation of illness and disability and the way 
that structural conditions are so often framed as matters of interpersonal 
cruelty or insensitivity. We might argue such of the enduring focus upon 
stigma as an explanatory framework for the social exclusion experienced 
by people living with dementia. For Kafer, a shift in thinking entails less 
of a focus upon the individual experience of disability and more on the 
political experience of disablement, an agenda that is intimately caught up 
with questions of methodology. Bringing Kafer into dialogue with Lather 
offers a useful pathway to rethinking how we engage with dementia through 
research. In part, this entails questioning what we have been taught to value 
and prioritise and what so often gets overlooked or side-lined. 


The double(d) practice of critical methodology 


While the origins of critical theory can be traced back (at least) to Kant 
(Simons, 2002), Lather (2007) offers a chronology of a more recent ‘critical 
turn’. Her account opens with Marcus and Fischer’s (1986) efforts to shed 
light on a mounting crisis of representation in the field of anthropology. 
Drawing upon an emergent post-colonial critique of anthropology for fram- 
ing other cultures according to a Western lens (e.g. Said’s Orientalism, 1979), 
the crisis of representation threw into question the very foundations of 
anthropology and the grand narratives around which it was organised. This 
included the many Western-centric assumptions and unexamined power 
differentials embedded within ethnographic practice. As Lather observes, 
the shockwaves of this disciplinary implosion rippled outwards with impli- 
cations for the many different fields of scholarship that had adopted eth- 
nographic practices as method and/or methodology. As part of the impact 
upon feminist ethnography, the crisis of representation fostered interroga- 
tion of a universalising category of ‘woman’ that elided differences of race, 
class, sexuality and disability (e.g. as noted by Morris, 1993) most often from 
an unmarked white, middle-class standpoint (see Chapter 8 for how demen- 
tia functions as a similarly elisional construct). 

Lather’s response was to propose a methodology organised around the 
challenge of abandoning the certainties of our discipline(s) by relinquishing 
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a degree of control and shedding the familiar, comfortable and routine ways 
of doing research. Her argument is for a methodology that can work in the 
‘ruins’ of a once confident social science, one that might lead not only to 
new knowledge but to new ways of knowing. Lather outlines two guiding 
concerns for the formulation of this methodology that she describes as the 
double(d) practice necessary to research. 

The first concerns the need for researchers to negotiate the tension between 
what she describes as ‘emancipation’ and ‘usurpation’. This means being con- 
scious of an enduring conflict between the power of research to shed light on 
experiences of exclusion and disenfranchisement and the potential for such 
experiences to be exploited and appropriated through research. Interlocking 
with the emancipation-usurpation tension is the need to acknowledge and 
be guided by what she calls the ‘non-innocence of representation’. Think, 
for example, of the many different social, moral and cultural beliefs and 
expectations that shape the way a person describes their experiences and the 
power relations in which those accounts are produced. This includes how 
the research encounter itself may influence what a person says and how they 
say it. Influenced by Derridean deconstructive thinking (that also informed 
the emergence of queer theory that Andrew King describes in Chapter 17), 
Lather suggests that any critical methodology that seeks to engage with the 
experience of others needs to be alive to the constructedness of the accounts 
and stories elicited and the processes and influences by which they are 
produced. She challenges the way in which the storying of people’s lives is 
assumed to unproblematically convey lived experience and where gathering 
such narratives is too often considered an end in itself. 


Making the difference in dementia studies 


In this section, we consider what Lather’s methodological proposals might 
mean for dementia scholarship given that the field has increasingly come to 
embrace ethnographic methods and approaches (see, for example, Keady 
et al., 2017). In part, our argument is a call, if not for greater honesty, then 
for increased transparency as a tenet of critical methodology. We echo here 
and build upon Linn’s argument earlier in this book for re-casting difference 
as a generative and potentially transformative basis from which to under- 
stand and make sense of the social and political significance of dementia. 
Such a perspective draws upon Kafer’s (2013) integrative treatise that com- 
bines feminist, queer and crip arguments in making the case for a political- 
relational approach to illness and disability. 


Emancipationlusurpation 


Critically driven methodologies open to question that which often remains 
unsaid and unacknowledged in the research process. This includes exposing 
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to scrutiny the privilege that researchers enjoy, relative to those with whom 
they conduct research. Lather is thereby keen to inspire a healthy mistrust 
of research where routine claims are made for empowering or ‘giving voice’ 
to oppressed and precarious groups, speaking on behalf of collectives to 
which the researcher does not belong. As Lather argues, too often in eman- 
cipatory research, it is researchers themselves who somehow emerge as the 
heroes of their own story, where ‘narratives of salvage and redemption’ can 
serve as ever deeper places for privilege to hide. 

Building on Lather’s work, our understanding of usurpation encom- 
passes those diverse occasions when researchers extract information, 
learning and experience for purposes that do not necessarily benefit the 
participant or the wider collective to which they belong (and of course we 
need to be mindful of what we assume ‘benefit’ to mean). There are various 
ways in which researchers, individually and collectively, draw advantage 
from research with disempowered groups that have become normalised and 
thereby pass largely unquestioned and remain unacknowledged. Richard 
was reminded of this in the context of an interview aimed at exploring 
experiences of living with early-onset dementia with Claire (a pseudonym), 
who commented: 


And so many people do take our words and use them and go up the 
career ladder and we’re saying, hang on a minute, we’re perfectly able 
to articulate what it’s like having this [condition]. And there's a limit to 
how many times you can actually tell this story, but we have got a voice. 
We are the experts because none of you know what it’s like to be in our 
heads. 


By making explicit something that would routinely have remained unsaid, 
Claire’s comments worked to shift the footing of the interview, making visi- 
ble the usurpatory potential of the research encounter. 

Lather describes usurpation as often driven by the researcher’s assumed 
‘right to know’ — a pre-given even before we engage with participants. We 
would venture to suggest that right to know underpins much dementia care 
practice too. There is a tacit transactional expectation that prospective ser- 
vice users, often repeatedly, surrender all manner of personal information 
(relational, biographical, health and, of course, financial). In return, they 
may be considered for support, but with little control over how those details 
are subsequently used. In the case of research, the right to know similarly 
feeds a right to use and own data. Think, for example, of data archiving 
practices, whereby first-hand expertise/experiences become the property of 
researchers who then relinquish them to funders. Future analytical oppor- 
tunities are created for researchers who are entirely divorced from the con- 
ditions in which the data were produced. 

Instead, Lather argues that as researchers we need to consider the value 
of ‘not knowing’ and, of course, in a dementia context, not assume that what 
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there is to know is tellable in the first place. We suggest that a considered 
and strategic use of not knowing’ alongside respect for the right not to tell 
could be invaluable to dementia research. Not least, 1t might under-cut the 
latent belief that as researchers we are better able to tell the stories of other 
people's lives — which is what Claire seems to be pushing back at in her 
comments above. There is a mounting argument within dementia studies 
for leaving some aspects of knowledge production to the person who owns it 
or has lived the experience from which it originates. Even in a context where 
knowledge is understood as co-created, we need to recognise, as Lather 
acknowledges, the potential for its distortion and political usage. 

Likely many of us would sign up to an emancipatory agenda through 
our work but how well do we own the potentially usurpatory effects of 
what we do? Scholarship in related fields of disability and mental health 
has often been spearheaded by those with lived experience whose affinity 
with research participants augments their understanding and analysis. Yet, 
despite participatory and co-productive methods taking hold in countries 
such as the UK, it remains the case that universities simply do not offer ten- 
ured posts to those in the role of experts by experience. Nor does the higher 
education sector pay an hourly or daily rate to such experts at a level com- 
mensurate with an academic salary. There is a built-in inequity surrounding 
how we value different types of knowledge and different ways of knowing. 

Consequently, we need to explicitly theorise the relationship of the 
researcher to the researched, both collectively and by giving an account 
of ourselves individually. Rather than this leading to what Folkes (2022) 
describes as ‘shopping list positionality’ (i.e. a tick-box approach to reflexiv- 
ity), our argument is for bringing our own ‘social location” (O'Connor et al., 
2010) into dialogue with a situated engagement with dementia. This could 
entail asking in what way (if at all) are we allies/accomplices in the manner 
that Wendy Hulko outlines in Chapter 16. For instance, how do we better 
account for the hidden but controlling hand of the researcher (or practi- 
tioner), often as an arbiter of broader cultural and moral expectations, as 
the words of people with dementia are crafted into “voice”? The challenge is 
to look more closely at the way this is done, the purposes it serves and the 
outcomes it leads to. 

Research with oppressed and precarious groups can also feed into 
broader sets of interests and relations of power, reinforcing (biomedically 
constituted) categories and facilitating what Grenier and Phillipson refer 
to (in Chapter 10) as ‘dividing practices”. Indeed, Grant (2016) makes the 
salient point that research which only works within diagnostic categories 
ultimately restores power to biomedical science where such categories are 
presented as value-free, apolitical and ahistorical. Yoshizaki-Gibbons 
(Chapter 14) notes the continued authority of a ‘prevent-care-cure’ framing 
of research into disability and dementia. This foregrounds an ambition to 
contain and ultimately eradicate conditions rather than learn from them, 
let alone recognise their socially and politically transformative potential. 
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In this context, usurpation also potentially manifests as methods are mobi- 
lised and travel between contexts and platforms. Let us take the now well- 
established body of work in dementia studies that draws upon narrative 
and storytelling as a focus for consideration. We refer here specifically to 
research that employs oral methods of knowledge production, rather than 
emerging work on more embodied and multi-sensory approaches. Oral tra- 
ditions have long informed therapeutic interventions in dementia care and 
have been central to a dialogue between research and practice. 

Increasingly, dementia-related storytelling has become woven into the 
public face of corporate and charitable service provider organisations. They 
are frequently presented online, through promotional material or service 
evaluations to anchor claims to ‘allyship’ and to signal an authenticated 
epistemology that draws upon lived experience. Many such organisations 
are in receipt of public funding. Yet, in countries such as the UK, over the 
last decade these same organisations have been tasked with rationing and 
even withdrawing support as funding cuts impact the care system. There 
is a hidden curatorial hand at work here, where individualised (arguably 
depoliticised) stories of personal struggle, resilience and self-realisation 
take prominence over collective accounts of the impact of over a decade of 
incremental defunding of social care. 

Talking of illness narratives in general, Kafer (2021) has registered her 
unease with their uniformity, including a linear chronological temporality 
and sequential ordering. Their focus favours and foregrounds continuity, 
conveying a belief in selfhood as uniformly persisting in continuous time 
despite the disruptive potential of illness (see Chapter 17 and Haeusermann, 
2019 for a critique). Furthermore, where dementia narratives are collabora- 
tively produced in research and practice contexts, they are often notable for 
an absence of those interludes of unknowing, confusion or disorientation, 
and altered relationships to time and place so common to dementia (see 
Changfoot et al., 2022, for further discussion). Instead, stories are pieced 
together that bypass such dimensions to people’s lives. Writing in 2006, Wil- 
liams and Keady noted: ‘Arguably, the dementia field has, to date, attempted 
to bring “order” to the apparent “chaos” of the lived lives of people with 
dementia by providing narratives that “turned on” but did not “tune in” to 
what was being storied’ (2006, p. 164). Such work suggests that researchers 
and practitioners have interpreted their own role as imposing order, adopt- 
ing a kind of narrative hygiene whereby fragmenting, disorderliness, gaps 
and messiness are treated as an unwanted intrusion upon the person. Any 
hint of chaos is approached as something to be contained, and through nar- 
rative it is erased in favour of an ordered sense of self. 

Our aim here is not to critique the storying of experience per se. Indeed, as 
Linn reminds us in her chapter, shared narratives can provide the spark for 
consciousness-raising and resistance. The point we are making concerns the 
way that articulating the experience of dementia is so often funnelled into 
carefully curated and narrowly defined cultural modes of expression. These 
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are notable for being individualising and biographically oriented and are 
often politically insulated (Grant, 2016). It seems that experts by experience 
are authorised to speak about dementia as long as they stick to the script. 
Where were the political spaces for people with dementia to speak out (and 
be listened to) about the impact of austerity policies upon care or to have 
influenced decision-making during the COVID pandemic? 

Perhaps then, we can understand usurpation politically as a way of 
asserting control over the public narrative of dementia, conveying it as an 
individualised challenge of upholding biographical continuity and the reha- 
bilitation of an essentialised selfhood — rather than one of disrupting ineq- 
uitable and unjust conditions. Critical methodologies thus have a particular 
contribution to make to dementia scholarship and practice. They can be 
a vehicle to illuminate the ever-present tension between emancipation and 
usurpation, while tracing the contribution of research to a broader political 
narrative of dementia. 


The non-innocence of representation 


In this section, we continue our interest in that body of dementia research 
that has focused upon the spoken word and the question of how words 
become voice and how voice comes to stand for something more than words, 
even for more than a single speaker, but for an entire category of people, 
becoming a ‘voice for all’ (Cayton, 2004). Our argument is that much qual- 
itative research in dementia studies still operates under the shadow of pos- 
itivism. It is shaped by a set of assumptions that have paradoxically muted 
the very perspectives it supposedly sought to amplify. 

Lather (2007) points out that critical scholars face a tension between mak- 
ing experience visible and seeking to question the status of that experience 
and its relationship to ‘voice’. Such tension is particularly sensitive within 
dementia studies because people living with dementia have a long history 
of epistemic injustice (Jongsma et al., 2017, Price and Hill, 2021) marked by 
active exclusion from research, policymaking and even the planning and 
provision of dementia care. The capacity to offer testimony to the conditions 
of their own lives has been largely denied through positivist approaches, 
which have treated the person with dementia as an unreliable witness, lack- 
ing competence to convey the truth of their situation. In the wake of this 
injustice and political silencing, subsequent efforts to hear the voice (singu- 
lar) of people (plural) with dementia (Goldsmith, 1996) and to ‘give’ people 
a voice (e.g. Moore and Hollett, 2003) have tended to treat that voice as 
sacrosanct. This means that narratives of experience have arguably been 
invested with an “excessive evidentiary weight’ that reifies the spoken word 
by lifting it out of the context of its production (Mazzei and Jackson, 2009). 

A liberal-humanist approach begins with the person, and, as MacLure 
(2009) points out, is characterised by an assumption that the person always 
means what they say and knows what they mean. In this context, research 
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participants are often seen as conveying insights into an already existing 
set of experiences while researchers are there to record and report on this. 
Lather is critical of the supposedly ‘innocent’ researcher, who appears to 
write from a neutral stance or perspective that is free of political entangle- 
ments. This has particular resonance for the therapeutically-driven nature 
of much humanist dementia research where (empowered) practitioner- 
researchers have largely failed to account for their own positioning or to 
make visible the differentials that frame their relations with the person with 
dementia as research subject. Instead, the emphasis in much of this work 
has been upon an assumed consensus, and an unquestioned belief that the 
practitioner and/or researcher is working in the interests of the person with 
dementia with common goals and objectives (Ward and River, 2011). 

By contrast, a political-relational lens considers meaning not only as 
co-produced through a research encounter but as imbued with relations of 
power, and where the storying of experience is always partial and contingent 
(for researchers as well as the researched). This implies the need to re-examine 
the assumed status and routine handling of data. On this basis, St Pierre and 
Jackson (2014) question the ways in which research lifts the spoken word out 
of context, treating words as ‘brute data’ akin to quantitative data handling 
within positivistic research. They argue that coding of spoken data can con- 
stitute a distancing practice, involving the production of discrete categories of 
experience as ‘countable items’ that rely upon notions of a stable and contin- 
uous identity. In this way, they argue, narratives of experience are cumulative 
and homogenising, becoming the basis for generalising across a category of 
people, while reinforcing the boundaries of that category. 

Notions of a fixed and essentialised identity assume that certain prac- 
tices are intrinsic to these stable identities. As a result, dementia has become 
reified through research, disentangled from its intersections with different 
forms of identification and social location (Hulko, 2009). This has led to 
reliance within policy and practice upon what Jackson (2013) describes 
as ‘single liberatory strategies’. Externally derived ‘solutions’ to the chal- 
lenges people face are repeatedly proposed which ignore the emergent and 
politically complex nature of social experience. Through such an approach, 
social experience is set apart from context, implying a narrow deterministic 
belief in a causal relationship between dementia-related interventions and 
certain pre-determined outcomes (Ceci et al., 2020). Writing more broadly 
about mental health nursing research, Grant (2014) highlights the way in 
which narrative research de-emphasises the context of its own production. 
He argues that clinical and healthcare settings are unquestioningly assumed 
to offer a benign backdrop. The way that healthcare functions as a political 
regime that positions people accessing support is overlooked. Consequently, 
narratives of experience are insulated from wider systems of power that 
inscribe people’s lives. It is precisely this active depoliticising of the experi- 
ence of illness and disability that Kafer seeks to address through arguments 
for a political-relational approach. 
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We also need to consider the largely hidden and unacknowledged ways 
in which ‘voice’ is produced through a process of sifting and selection as 
a routine aspect of analysis and writing up research. Mazzei (2009) points 
out that researchers habitually favour the most easily understood, friendly 
and ‘tame’ voices in aid of packaging their research for mass consumption. 
The more slippery, less easily comprehended and potentially transgressive 
voices too often end up ‘lying on the cutting room floor” (p. 59). Yet, this 
familiar process into which we are encultured as researchers has particular 
implications for dementia research. The faltering voice of certain partici- 
pants, prolonged silences, uncertainty, the struggle with word-finding and 
narrative detours are all inherent to dementia. They constitute instances of 
what Schillmeier (2014) might describe as ‘dementing moments’ and yet are 
frequently deselected in favour of the clear competent voice that is more 
easily made sense of. 

In this way, we suggest, much existing research has collectively and cumu- 
latively erased certain voices (and dimensions of voice) from the research 
canon. Perhaps then we should understand these commonplace ‘sense- 
making’ research practices as political choices that reinforce an appearance 
of sameness. Our argument is for the need to resist the impulse to deliver 
what Lather calls a ‘tidy text’ — ‘that maps easily onto our usual ways of 
sense-making’ (2007, p. 87). Not only should we hold on to the messiness, 
uncertainty and hard-to-decipher encounters in our research, but treat these 
as potentially illuminating. Why is it commonly assumed that the dissonant, 
disordered and chaotic need cleaning up or correcting? Whose interests are 
being served when we do this? 

Allied to this is the question of how research that prioritises explicit 
expression (i.e. the spoken word) renders the absence of such expression 
meaning-less. MacLure et al. (2010) have sought to question assumptions 
about what is prioritised and privileged and what is treated as an annoy- 
ance or interference in encounters with research data. They highlight the 
potential for silence to signal refusal and everyday modes of resistance (see 
Chapter 13 for further such examples) and ultimately its resistance to analy- 
sis. We argue that such questions lie at the heart of critical dementia studies, 
and open into a critique of far broader assumptions about what is valued 
and what is discarded or dismissed by research. Critical methodologies rec- 
ognise the implication of disagreement over consensus, and could fruitfully 
orient towards ambiguity, uncertainty, contradictions and incoherencies 
as productive foci for analysis. Such attributes closely resonate with and 
reflect experiences of dementia and yet seem to be readily underplayed by 
the sense-making practices of dementia scholars. 


Bringing ourselves closer in 


In developing a political-relational framework, Kafer argues for making sit- 
uated knowledge and ways of knowing central while throwing into question 
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supposedly stable categories of difference. Indeed, she advocates ‘refusing’ 
fixed definitions of disability. Rather than being corralled under a particu- 
lar diagnosis, Kafer argues that what matters is recognising the ethical, 
epistemic and political responsibilities associated with illness and disability. 
On this basis, she calls for ‘more attention to how different bodies/minds are 
treated differently, not less’ (p. 13). In many ways, this can be interpreted 
as a call to action for critical research and for researchers, collectively and 
individually. As a first step, we would point to the vast numbers of us who 
occupy the hinterland of illness and disability, who live with and manage all 
manner of health issues without necessarily identifying as disabled or sick. 
There are many who could loosely be defined as ‘academics (and practition- 
ers) with conditions’. 

Lather has warned of how guilt at an almost voyeuristic dimension to 
social research can lead to researchers turning in on themselves, such 
that their research takes a detour into self-analysis and where reflexivity 
merely becomes a means of self-authorisation for an existing set of prac- 
tices. Mindful of this advice, we argue nonetheless for redefining the rela- 
tionship of the researcher to the researched by bringing ourselves closer 
in. Academics-with-conditions is a collective that doesn’t (yet) see itself as 
such, made up of those who routinely bracket off or even actively conceal 
from their workplace a vast array of both chronic and acute illnesses, con- 
ditions or disorders. We do this every day, as a response to increasingly 
neoliberal conditions of governance and the construct of the hyper-able 
academic/practitioner that we are required to emulate (Lau, 2019, Price, 
2021). Our workplace treats illness as weakness and as detrimental to 
our status as worthy professionals. Indeed, for this reason there may well 
be challenges associated with collectives that are founded upon shared 
vulnerability in such neoliberal times. Yet, how can we dislocate ourselves 
from our own lived experience while claiming the capacity to empower or 
‘give voice’ to oppressed and precarious groups such as those living with 
dementia? 

Outside of dementia studies, there is mounting interest in the way that 
crip epistemologies can bridge the researcher-researched divide by begin- 
ning to identify collective affinities. An apposite example is offered by Mel 
Y. Chen (2014) as she reflects on the experience of brain fog, using this to 
question what Andrew King (2016, Chapter 17) describes as the “cognonor- 
mativity’ of academia. Chen’s reflections are driven by a ‘wish for shared 
epistemologies that can be developed together among differently cognat- 
ing beings’ (2014, p. 172). She identifies a series of experiences that might 
draw the ‘differently cognating’ together, including that of chronicity and 
the way it requires us to ‘renavigate standard timeliness’. Chen points to 
shared experiences of cognitive change that stem from shifts due to age, 
illness, disability or other bodily transitions (we might add here the effects 
of Long COVID) over the life course and asks how ‘profiles of race, gender, 
and labour produce variable “body”-“mind” distributions’ (p. 176). How, 
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for example, are cognitive lapses deemed more ‘forgivable’ within certain 
privileged groups than for others? 

At the heart of Chen’s argument is a call to recognise the way in which 
academic institutions produce ‘disciplined cognators”. She asks: ‘Our disci- 
plining [as academics] goes much further than disciplinarity. We know this, 
but to what degree have we explored its consequences for our production 
of epistemologies?’ (p. 178). In our struggle to live up to what is expected 
of the disciplined cognator, we need to ask what kinds of knowledge and 
ways of knowing get ruled in — and what gets ruled out? Ultimately, this is a 
question of how our own experience might be allowed to bring us closer to 
people with dementia, outside of conventional treatment, therapy and even 
emancipatory frameworks that have dominated the field of dementia studies 
to date. 

Linda Orulv’s contribution to this book shows what is possible when 
we bring ourselves closer in, using our own experience of difference as a 
point of connection with the experiences of people living with dementia. 
Her chapter provides a poignant illustration of what can be achieved by 
working with and across difference as a route to making visible what Kafer 
(2013) describes as ‘collective affinities’. As Orulv’s chapter demonstrates, 
difference is productive to understanding and a foundation to transform- 
ative action. Rather than appealing to an inevitably normative and exclu- 
sionary emphasis upon sameness, Orulv works with neurodiversity in ways 
that show how it can shape methodology, relationships in the field and sub- 
sequent sense-making practices. 

Orulv’s chapter stands out, in our opinion, as an exemplar of critical 
methodology in action. She hints at the power and potential of disrupting 
and de-familiarising conventional research practices and of exposing the 
unmarked and privileged standpoint from which analyses of dementia are 
so frequently framed. Her work demonstrates the value of critical research 
as provocation, and of adopting a contestatory stance in respect to more 
mainstream dementia studies. Critical dementia studies may then lead to 
better understanding of the affinities and challenges that are shared along 
different lines. This includes common experiences of a particular brand of 
neoliberal ableism/cognonormativity that is as active in contemporary aca- 
demia (Brown and Leigh, 2020) as it has been in the political framing of 
health and social care services and support. 


Beyond words... beyond dementia 


In drawing together the strands of our argument, we end by advocating a 
paradoxical stance for critical methodology — of needing to move closer to 
dementia by shifting farther away. By this we mean finding new and innova- 
tive ways of engaging more directly with situated and emergent experiences 
of dementia and disablement, while looking beyond dementia as a discrete 
and stable category. 
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An evolving methodological challenge for dementia scholarship is that 
of how to account for the non-representational. Researchers are grappling 
with how to engage with and capture the processual nature of embodiment 
and practice. Increasingly, our everyday multi-sensory experience, corpo- 
reality and bodily movement are understood as tangled up with material, 
immaterial, temporal and ephemeral dimensions to the empirical world 
(Sumartojo and Pink, 2019). There is growing awareness of the value of this 
unspoken world to the lives of people with dementia (as Chapters 6 and 7 
discuss) but also of how this sphere of experience for people with dementia 
might enable us to reflect critically upon the limits of our understanding of 
the world. Growing attention to the situatedness of dementia and the signif- 
icance of context has thus begun to throw into question conventional meth- 
ods defined by decontextualising data, as outlined earlier. Work in areas 
such as dementia, affect and atmosphere (Campbell, 2019, Hatton, 2014) as 
well as temporality (see Chapter 6, and Changfoot et al., 2022) holds out 
much potential for a deeper and diversified understanding of what dementia 
can teach us. These lines of investigation reach beyond the ‘constructedness’ 
of narrative and the storying of experience, which invariably position the 
person at the centre of events. Yet, this emerging field of study is no less sub- 
ject to tensions between emancipation and usurpation. The often diffuse, 
nebulous and (by definition) non-representational nature of this domain 
of experience is arguably even more vulnerable to distortion through the 
sense-making practices of researchers. Moving forward, much then can be 
drawn from Lather’s call for a less confident, less certain methodology that 
embraces unknowing. 

Efforts to look beyond language and the constructedness of representa- 
tion open into questions of the performativity of knowledge, and more 
affective and sensorial ways of knowing (Schillmeier, 2014). These provide 
a basis for approaching dementia differently, and, as Orulv points out in 
Chapter 18, of viewing it along different lines that do not necessarily corre- 
spond with neurotypical or other privileged research priorities and preoc- 
cupations. In this context, we suggest the challenge lies in drawing out the 
no less political dimension of such experience. Indeed, we need to ask how 
engaging with less mediated aspects of experience may enhance an eman- 
cipatory endeavour. In what ways can such a focus open up new kinds of 
political space for understanding and learning from dementia? 

In his chapter for this book, Jenkins (Chapter 7) argues that establish- 
ing critical dementia studies requires the pursuit of a ‘more radical onto- 
logical-epistemological-ethical project’. In this final chapter, we’ve argued 
that critical methodologies are integral to such an endeavour. Drawing on 
Lather’s proposals, we have made the case for a kind of research that is capa- 
ble of being uncertain and unconfident and at times that embraces unknow- 
ing and that sees the strength and potential in such an approach. It is a way 
of doing and feeling about research that reflects and learns from ways of 
doing and feeling with dementia. We have argued that this could provide a 
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basis for bringing ourselves, as researchers and practitioners, closer into the 
lives of people with dementia. Ultimately, we hope that critical dementia 
studies will provide a basis for forging alliances currently untapped that 
may even take us beyond dementia to spark a coalitional politics that helps 
to reimagine our collective futures. 


References 


Brown, N. and Leigh, J. (2020) Ableism in Academia: Theorising Experiences of Dis- 
abilities and Chronic Illnesses in Higher Education. London: UCL Press. 

Campbell, S. (2019) Atmospheres of Dementia Care: Stories Told through the Bod- 
ies of Men, PhD Thesis, University of Manchester. https://www.proquest.com/ 
openview/b42c84d7f440a4f63aef 7fba882696ff/1?cbl=51922&diss=y&pq- 
origsite=gscholar [Accessed 10th March 2022]. 

Cayton, H. (2004) Telling Stories: Choices and Challenges on the Journey of Demen- 
tia. Dementia, 3(1), pp. 9-17. 

Ceci, C., Symonds Brown, H. and Judge, H. (2020) Rethinking the Assumptions of 
Intervention Research Concerned with Care at Home for People with Dementia. 
Dementia, 19(3), pp. 861-877. 

Changfoot, N., Rice, C., Chivers, S., Williams, A.O., Connors, A., Barrett, A., 
Gordon, M. and Lalonde, G. (2022) Revisioning Aging: Indigenous, Crip and 
Queer Renderings. Journal of Aging Studies, 63, 100930. 

Chen, M.Y. (2014) Brain Fog: The Race for Cripistemology. Journal of Literary & 
Cultural Disability Studies, 8(2), pp. 171-184. 

Folkes, L. (2022) Moving beyond ‘Shopping List’ Positionality: Using Kitchen Table 
Reflexivity and In/Visible Tools to Develop Reflexive Qualitative Research. Qual- 
itative Research, 0(0), p. 14687941221098922 

Goldsmith, M. (1996) Hearing the Voice of People with Dementia: Opportunities and 
Obstacles. Bristol: Jessica Kingsley Publishers. 

Grant, A. (2014) Troubling ‘Lived Experience’: A Post-Structural Critique of Mental 
Health Nursing Qualitative Research Assumptions. Journal of Psychiatric and 
Mental Health Nursing, 21(6), pp. 544-549. 

Grant, A.J. (2016) Storying the World: A  Posthumanist Critique of 
Phenomenological-Humanist Representational Practices in Mental Health Nurse 
Qualitative Inquiry. Nursing Philosophy, 17(4), pp. 290-297. 

Haeusermann, T. (2019) Forced Continuity: Explorations of Biographical Narra- 
tives in Dementia Care. Journal of Aging Studies, 49, pp. 1-8. 

Hatton, N. (2014) Re-imagining the Care Home: A Spatially Responsive Approach 
to Arts Practice with Older People in Residential Care. Research in Drama Educa- 
tion: The Journal of Applied Theatre and Performance, 19(4), pp. 355-365. 

Hulko, W. (2009) From ‘Not a Big Deal’ to ‘Hellish’: Experiences of Older People 
with Dementia. Journal of Aging Studies, 23(3), pp. 131-144. 

Jackson, A.Y. (2013) Spaces of Power/Knowledge: A Foucauldian Methodology for 
Qualitative Inquiry. Qualitative Inquiry, 19010), pp. 839-847. 

Jongsma, K., Spaeth, E. and Schicktanz, S. (2017) Epistemic Injustice in Dementia 
and Autism Patient Organizations: An Empirical Analysis. AJOB Empirical Bio- 
ethics, 8(4), pp. 221-233. 

Kafer, A. (2013) Feminist, Queer, Crip. Bloomington: Indiana University Press. 


276 Richard Ward and Linn J. Sandberg 


Kafer, A. (2021) After Crip, Crip Afters. South Atlantic Quarterly, 1200), 
pp. 415-434. 

Keady, J., Hydén, L.C., Johnson, A. and Swarbrick, C. (eds.) (2017) Social Research 
Methods in Dementia Studies: Inclusion and Innovation. London: Routledge. 

King, A. (2016) ‘Queer(y)ing Dementia — Bringing Queer Theory and Studies of 
Dementia into Dialogue’, In S. Westwood and E. Price (eds.), Lesbian, Gay, Bisex- 
ual and Trans* Individuals Living with Dementia: Concepts, Practice and Rights. 
London: Routledge, pp. 71-84. 

Lather P. (2007) Getting Lost: Feminist Efforts toward a Double(d) Science. New 
York: SUNY Press. 

Lau, T.C.W. (2019) ‘Slowness, Disability, and Academic Productivity: The Need to 
Rethink Academic Culture”, In C. McMaster and B. Whitburn (eds.), Disability at 
the University: A Disabled Students’ Manifesto. New York: Peter Lang, pp. 11-19. 

MacLure, M. (2009) ‘Broken Voices, Dirty Words: On the Productive Insufficiency 
of Voice”, in L.A. Mazzei and A.Y. Jackson (eds.), Voice in Qualitative Inquiry: 
Challenging Conventional, Interpretive and Critical Conceptions in Qualitative 
Research. London: Routledge, pp. 109-126. 

MacLure, M., Holmes, R., Jones, L. and MacRae, C. (2010) Silence as Resistance to 

Analysis: Or, on Not Opening One's Mouth Properly. Oualitative Inquiry, 16(6), 

pp. 492-500. 

Marcus, G. and Fisher, R. (1986) Anthropology as Cultural Critique: An Experimen- 

tal Moment in the Human Sciences. Chicago, IL and London: Chicago University 

Press. 

Mazzei, L.A. (2009) ‘An Impossibly Full Voice’, in L.A. Mazzei and A.Y. Jackson 

(eds.), Voice in Qualitative Inquiry: Challenging Conventional, Interpretive and 

Critical Conceptions in Qualitative Research. London: Routledge, pp. 57-74. 

Mazzei, L.A. and Jackson, A.Y. (2009) ‘Introduction: The Limit of Voice’, in L.A. 
Mazzei and A.Y. Jackson (eds.), Voice in Qualitative Inquiry: Challenging Con- 
ventional, Interpretive and Critical Conceptions in Qualitative Research. London: 
Routledge, pp. 1-14. 

Minich,J.A.(2016)EnablingWhom?Critical DisabilityStudies Now. Latera/[online], 5(1). 
https://csalateral.org/issue/5-1/forum-alt-humanities-critical-disability-studies- 
now-minich/. 

Moore, T.F. and Hollett, J. (2003) Giving Voice to Persons Living with Dementia: 
The Researcher’s Opportunities and Challenges. Nursing Science Quarterly, 16(2), 
pp. 163-167. 

Morris, J. (1993) Feminism and Disability. Feminist Review, 43(1), pp. 57—70. 

O’Connor, D., Phinney, A. and Hulko, W. (2010) Dementia at the Intersections: A 
Unique Case Study Exploring Social Location. Journal of Aging Studies, 24(1), 
pp. 30-39. 

Price, K.A. and Hill, M.R. (2021) The Silence of Alzheimer’s Disease: Stigma, Epis- 
temic Injustice, and the Inequity of Those with Progressive Cognitive Impair- 
ment. Communication Research and Practice, 7(4), pp. 326-343. 

Price, M. (2021) Time Harms: Disabled Faculty Navigating the Accommodations 
Loop. South Atlantic Quarterly, 120(2), pp. 257-277. 

Said, E. (1979) Orientalism. New York: Random House. 

Schalk S. (2017) Critical Disability Studies as Methodology. Lateral [online], 6(1). 
https://csalateral.org/issue/6-1/forum-alt-humanities-critical-disability-studies- 
methodology-schalk/. 


Thinking back and looking ahead 277 


Schillmeier, M. (2014) Eventful Bodies: The Cosmopolitics of Illness. London: 
Routledge. 

Simons, J. (ed.) (2002) From Kant to Lévi-Strauss: The Background to Contemporary 
Critical Theory. Edinburgh, UK: Edinburgh University Press. 

St Pierre, E.A. and Jackson, A.Y. (2014) Qualitative Data Analysis after Coding. 
Qualitative Inquiry, 20(6), pp. 715-719. 

Sumartojo, S. and Pink, S. (2019) Atmospheres and the Experiential World: Theory 
and Methods. London: Routledge. 

Ward, R. (016) “To Equality and Beyond? Queer Reflections on an Emerging 
Rights-Based Approach to Dementia in Scotland”, in S. Westwood and E. Price 
(eds.), Lesbian, Gay, Bisexual and Trans* Individuals Living with Dementia: Con- 
cepts, Practice and Rights. London: Routledge, pp. 237-249. 

Ward, R. and River, L. (2011) Between Participation and Practice: Inclusive User 
Participation and the Role of Practitioners”, in J. Keady and S. Watts (eds.), Men- 
tal Health and Later Life: Delivering an Holistic Model for Practice. Abingdon, 
Oxon: Routledge, pp. 921. 

Williams, S. and Keady J. (2006) The Narrative Voice of People with Dementia. 
Dementia, 5(2), pp. 163-166. 


Taylor & Francis 
Taylor & Francis Group 


http://taylorandfrancis.com 


Index 


Note: /talic page numbers refer to figures and page numbers followed by “n” 


denote endnotes. 


ableism 104, 151, 158, 203, 209; cognitive 
5, 74-76, 203, 205, 209; implicit 
243; neoliberal 273; and ontological 
violence 154; and people living with 
dementia 155, 157-158, 163, 220; and 
structural inequalities 242 

academics-with-conditions 272 

accommodation 112, 162, 173 

accomplice 10, 213, 218-231, 267 

active ageing 121 

activism 162-163, 251, 254; dementia 
210, 224; disability rights 186; 
experiences and 152-154; human 
rights 152; organised 5; people living 
with dementia in care homes 152-154 

ADHD 248 

ADI (Alzheimer’s Disease International) 
159-160, 162, 210 

affect 62, 92, 109, 129, 208, 274 

affinities (collective) 4, 9, 10, 72, 79, 185, 
219, 254, 258, 254, 267, 272, 273 

ageing: active 121; biomedicalisation 
of 122-124; necropolitics of 144; as 
pathology 141-142; precarious 8, 
120-122, 125-128; successful 238 

ageism 140, 144, 158, 163, 220, 225; and 
COVID-19 136, 151; historical, of 
‘senile dementia’ 59 

Ahmed, S. 84-85 

AIDS see HIV/AIDS 

allyship 220 

Alzheimer, Alois 58, 157 

Alzheimer Europe 32-33, 36 

Alzheimer’s Disease (AD) 58-59, 139, 
194, 195, 251, 255; and animals 76-77; 
conceptualisation of 102; diagnosis 


of 37, 59; discovery of 58; medical 
modelling of 59 

Alzheimer’s Society 23, 25, 30, 60, 240 

American Dementia: Brain Health in 
an Unhealthy Society (George and 
Whitehouse) 66 

Amour 112 

Andy, Bob 20 

animals: and Alzheimer’s Disease 
76-77; and Cognitive Dysfunction 
Syndrome 77 

anthropology 186, 264 

anti-oppression gerontology (AOG) 
219-220 

anti-racist research approaches: 
dementia research 92-94; un-silencing 
race through 92-94; un-silencing 
racialisation through 92-94 

anti-racists 185, 189, 196 

“Arts of Living' 79 

assimilation 9, 194 

autism 10, 33, 211, 248, 250-253 


Bakhtin, Mikhail 168, 177, 178, 180; 
banquet imagery 174; bodily lower 
stratum 174-175; ‘carnivalesque’ 
171-172; dementia care environments 
171-175; marketplace and its language 
172-173; popular-festive forms 173— 
174; Rabelais and His world 171, 172 

Baldwin, C. 170, 186 

Banner, Michael 106, 227, 228 

banquet imagery 174 

Baril, A. 236 

Bartlett, R. 63, 75, 170, 197n1, 254, 257 

Basting, Anne 64, 105 


280 Index 


The Beatles 20 

‘Behavioural and Psychological 
Symptoms of Dementia” 155 

Behuniak, S.M. 79, 170 

Ben-Moshe, Liat 156 

Berlant, Lauren 206 

Bertilsdotter Rosqvist, H. 249 

biography 32, 34 

biomedical difference vs. equality 
157-158 

biomedical discourse 127, 169, 172, 223 

biomedical framing 1, 236, 241, 244 

biomedicalisation 125; of ageing 
122-124; and COVID-19 pandemic 
122-124 

biopolitics 58, 222 

bio-power 240 

Bitenc, R. 220 

black feminism 242 

“Black History” 21 

Blade Runner 57 

Bodies That Matter (Butler) 238 

bodily lower stratum 174-175 

bodyminds 9, 186-187, 192, 196; defined 
191; demented 190-192, 195; devalued 
185; disabled 196, 204; diverse 191 

Bradshaw, Peter 102 

Braidotti, R. 75-76, 78, 203, 204 

Branelly, T. 171 

Brayne, Carol 67 

Brazil 66-67 

Bryant, C. 73 

burden: economic 161-163; social 
161-163 

Butler, Judith 103-104, 125, 154, 240; 
Bodies That Matter 238; Frames of 
War 103; Gender Trouble 238 

Butler, Robert N. 58 


capitalism 241; contemporary 79; 
neoliberal 9, 120, 189, 193-194, 
196, 243 

capitalistic violence 187, 194-195 

Capstick, A. 8-9, 170, 213 

carceral 8, 141, 156, 161, 163, 194, 196 

care/caring 109-111; collectivist 
approaches to 40; and COVID-19 
pandemic 125; and dementia 37-53; 
and financialised care markets 127; 
and precarity 124-126; structures of 
124-126 

care homes: incarceration of people 
living with dementia in 151-163; 
segregation of people living with 
dementia in 151-163 


care needs 124-126, 127 

Carlson, L. 74 

“carnivalesque” 171-172 

Carol King 20 

Celsus, Aulus 157 

Changfoot, N. 219 

Chapman, C. 156 

Chapman, R. 252, 254-255 

Chatwin, J. 8-9 

Chen, Mel Y. 272-273 

childbirth 174 

Chivers, Sally 101-102 

Chown, N. 252-253 

chronic diseases 141, 142 

citizenship 3, 7, 9, 142, 189; agentic 
210; frameworks 196; material 63; 
perspective for dementia 247, 250, 257 

class 7, 75, 120, 186, 189, 193-196, 211, 
221, 223, 225-226, 242, 264 

“clinical benefit’ terminology 145 

coalition 3, 4, 9, 10, 72, 185, 191, 196, 
254, 264, 275 

co-conspirators 185-196 

cognitive ableism 5, 203, 205, 209; 
defined 74; and speciesism 74-76 

Cognitive Dysfunction Syndrome 
(CDS) 77 

cognitive othering 249 

cognonormativity 155, 239-241, 243, 
272-273 

collaborations 185-196 

communication 170; and dementia 
169-171; discourses on 169-171; non- 
verbal 62, 169; verbal 194 

community inclusion: alternative future 
of 161-163; independent living and 
161-163 

community living 161-163 

competitive power 79 

complex chronic diseases (CCD) 221 

confabulations 256, 259n6 

Conference of State Parties Conference 
(CoSP) 154 

confinement: conditions of 160-161; 
deciding about 158-160; incapacity 
to make decisions vs. legal capacity 
158-160 

contemporary films: and dementia 7; see 
also specific films 

Convention on the Rights of Persons 
with Disabilities (CRPD) 78, 152, 154, 
156, 157, 163; Article 5 of 158; Article 
12 of 159-160; Article 14 of 160-161; 
Article 15 of 161; Article 16 of 161; 
Article 19 of 162 


convergences 185-196 

counter-arguments 156-157 

COVID-19 pandemic 1, 7, 121, 131-132, 
136, 138-141, 144-147, 151, 269; 
biomedicalisation of ageing 122-124; 
and critical dementia studies 1; 
institutionalised older people in 
128-129; need and care 125; and 
older people with dementia 8, 127; 
and people with dementia 47-53; 
precarious ageing 129; and precarious 
ageing 129 

crip (theory) 190, 194-196 

crip-of-colour critique 190, 194, 195 

critical/critique 190, 194-195 

critical dementia studies 3-4, 11, 185, 
186, 190, 194, 196, 211, 236, 237; and 
COVID-19 pandemic 1; and queer 
theory 10; radical potentiality of 
185-196; significance of queer theory 
for 235-244 

Critical Dementia Studies 
Network 11 

critical disability 151-163 

critical disability studies 191, 193, 194, 
196, 219; concepts 9; and dementia 
189-190; and dementia studies 9; and 
disability studies 186-187; expansive/ 
transformative approach 187-189; 
radical potentiality of 185-196; 
scholarship and people living with 
dementia 154-156 

critical gerontology 3, 73, 120, 127 

critical methodologies 263-275 

“critical turn’ 264 

cultural competency 89 

cultural deficits 89 

cultural difference 89, 94 

cultural framings of ethnicity: dementia 
diagnosis 91-92; and minority ethnic 
cultures 91-92; minority ethnic 
dementia research 89-92; negative 
reinforcing feedback 91 

cultural representations 7, 102 

cultural resistance 8; in dementia care 
environments 168-180 

cultural studies 84-86, 186 

culture: and dementia policy and 
practice 225—228; minority ethnic 
90, 94 

cure 2, 16, 59, 119, 138, 146, 157, 211, 
248, 250 


dance, and people with dementia 45 
Darwin, Charles 75 


Index 281 


Davis, Angela 21 

Davis, Nira Yuval 212 

debility 186, 190, 192-194 

de-centring humanism 62-65 

decolonising/colonialism 62, 63, 78, 
137, 228 

deconstruction 64, 237, 241-242 

Degener, Theresia 158 

Delgado, Richard 220 

demented bodyminds 190-192 

dementia: beyond loss or ‘living well’ 
203-207; and critical disability 
studies 189-190; critical perspectives 
on 57-67; cultural framings of 7; 
culturally specific conceptualisations 
of 89; as debility and crip-of-colour 
critique 192-196; defining 2-3, 
67n1; diagnosis 25, 28-29, 91-92, 
100; diagnosis of 100; different 
positionalities of 207-210; and 
disability studies 186; embodied 
subjectivity in 76-78; embodiment in 
62; falling rates of 66-67; and feminist 
standpoint theory 207-210; as Fourth 
Species of Mental Derangement 75; 
frames of 102-109; history of 2; 
imagining differently 214-215; and 
LGBTQI community 15-19; limits 
and challenges to 210-213; living and 
caring with 37-53; medicalisation 
of 58-59; necropolitical analysis of 
144-146; necropolitics of 136-147; 
and neurodiversity 247-258; non- 
continuous temporalities 64; and 
personhood 57; and poststructuralist 
studies 64; and precarity 119-132; 
representation in films 100-113; as 
social construction 235-237; stages 
and research 65-66, 6713; thinking as 
difference 203-207; vascular 239, 251; 
welcoming in 228-230; Western white 
research 92 

dementia activists 32-36 

dementia advocacy movements 211 

Dementia Alliance International 
(DAI) 154 

dementia care environments: Bakhtin 
171-175; biomedical discourse 
169; cultural resistance in 168-180; 
dialogism 177-178; and discourses on 
communication 169-171; heteroglossia 
178-180; overview 168-169; 
polyphony 175-176; psychosocial 
discourse 169-170; socio-political 
discourse 170-171 


282 Index 


The Dementia Manifesto (Hughes and 
Williamson) 60 

dementia policy and practice 218-230; 
being more than critical 220-221; 
and culture 225-228; dementia 
subject, approaching 223-225; note 
on terminology 219-220; and power 
225-228; welcoming in dementia 
228-230 

dementia research: and anti-racist 
approach 83-95; anti-racist research 
approaches 92-94; aspects of 93; 
minority ethnic 84-89; and race 83; 
racialised social inequalities 83; and 
racism 83; reframing ethnicity in 
83-95; and whiteness 83-95 

dementia studies 273-275; co-ordinates 
for critical methodologies 263-275; 
critical methodology 264-265; 
different positionalities of dementia 
207-210; emancipation/usurpation 
265-269; and feminist scholarship 
202-215; feminist standpoint theory 
207-210; imagination in 210-215; 
making difference in 265-271; non- 
innocence of representation 269-271; 
situated knowledge in 210-213; 
thinking dementia as difference 
203-207 

dementia subject 223-225 

Dementia United 26 

Deter, Auguste 58 

Deter, Frau 58 

development 142, 158, 163 

diagnosis: of Alzheimer's Disease 37, 59; 
dementia 25, 28-29, 91-92, 100 

Diagnostic and Statistical Manual 
190, 221 

dialectic arguments 156-157 

dialogism 177-178 

dignity 60, 104, 153, 163, 225 

disability studies 186 

discourses: biomedical 127, 169, 172, 
223; on communication and dementia 
169-171; psychosocial 169-170; public 
health 83; socio-political 170-171 

discrimination 140, 152, 156, 158, 162, 
163, 188; structural 158; systemic 158 

disease management strategy 137 

disidentification 242-243 

disruption 10, 248, 250 

disruptive difficulties 249-252 

divergence 248, 258n1 

‘dividing practices’ 267 


double empathy hypothesis 259n7 
Down’s syndrome 111, 252 

drag performers of colour 242-243 
D’Souza, R. 78 

Duong, K. 218 

duration, defined as 65 


economic burden 161-163 

economies of abandonment 126 

Edelman, Lee 240-241; No Future: 
Queer Theory and the Death Drive 240 

Eden Alternative 60 

Elliott, Cheryl 23 

emancipation/usurpation 92, 212, 
265-269, 274 

embodied identity 238 

embodied selfhood 62 

embodiment: in dementia 62; and 
selfhood 62, 106 

emotion 57-58, 61, 155, 175 

“enactivist” framework 257 

Engel, Cintia 66 

enlightenment-based myths 77 

epistemic injustice 101, 110, 269 

epistemic privilege 202, 208-209, 212 

epistemic violence 160 

epistemology 237, 268; post-modern 
feminist 203; post-structuralist 212 

equality 157, 158, 163; biomedical 
difference vs. 157-158 

equity 219-220; economic 158; racial 94 

equity-seeking groups 218, 220 

Estes, C. 129 

ethical responsiveness 109-111 

ethnicity: defined 90; de-politicised 
cultural framings of 89-92; reframing, 
in dementia research 83-95 

ethnic minorities 140 

ethnography 106, 170, 209, 226, 251, 
256, 263, 264, 265 

Ettenes, Patrick 25-31; “Bring Dementia 
Out’ 25; dementia diagnosis 25, 
28-29; on gender 29-30; home 27-28; 
LGBTQ+ community with dementia 
25-26; on love 27-28; and memory 
27-28; on sexuality 29-30; struggles 
and loneliness 26-27; video on people 
with dementia 25-26 

European Enlightenment 73, 75, 78 

exceptionalism 73-74, 76, 78, 80 

experiences: and activism 152-154; 
people living with dementia in care 
homes 152-154 

exploitative power 79 


Fanon, F. 84-85, 87 

The Father 101, 107-109; caring for 
people with dementia 107-109; living 
with dementia 107-109; traumas of 
living with dementia 112 

Faulkner, A. 210 

fear 109-110 

feminism 170, 203, 251; black 242; 
intersectional 219 

Feminist, Queer, Crip (Kafer) 10, 185 

feminists 185, 196, 202, 203, 206, 207, 
210, 213, 214, 218; autoethnography 
209; empiricism 203; scholarship 
202-215; standpoint theory 203, 
207-210, 211; theory 219 

Ferguson, R.A. 243 

Fischer, M.M.J. 3 

Fisher, R. 3, 264 

fixed/essentialised identity 270 

Fletcher, J.R. 222 

Flint Water Crisis 193 

Folkes, L. 267 

formal care systems 121; active ageing 
121; welfare state 121 

Foucault, M. 137, 208 

Frames of War (Butler) 103 

framing: biomedical 1, 236, 241, 244; of 
dementia 102-109 

freedom from violence 160-161 

Freeman, Elizabeth 240-241; Time 
Binds: Queer Temporalities, Queer 
Histories 240 

Fuss, Diana 239 


gender 7, 9, 11, 75, 140, 189, 190, 193, 
194-195, 211, 224, 242-243; bias 203; 
and dementia 222-223; Ettenes on 
29-30; and marginalisation 189, 193; 
patriarchal ideologies of 190; and 
vulnerabilities 5 

gender identity 224, 243 

Gender Trouble (Butler) 238 

George, B.C 227 

George, D.R.: American Dementia: Brain 
Health in an Unhealthy Society 66 

gerontology: anti-oppression 219-220; 
critical 3, 73, 120, 127; cultural 207; 
social 2-3, 207 

Gilbert, S. 77 

Gilleard, C. 61 

Gilliard, J. 197n1 

Gittings, Barbara 15 

globalisation 187 

Global North 186, 191, 222 


Index 283 


Global South 192 

governance 137, 272 

Graby, S. 253 

Grant, A.J. 4, 267, 270 

Grenier, Amanda 8, 120 

grieving for the living 100, 102 

Griffith, Birkby 37-53, 37-53; BC 
Seniors Games 41-44; and COVID-19 
pandemic 47-53; dancing and singing 
44-46; diagnosis of Alzheimer Disease 
(AD) 37 

Griffith, Marsha 37-53, 37-53; BC 
Seniors Games 41-44; and COVID-19 
pandemic 47-53 

Griffiths, Marcia 20 

Grosz, Elizabeth 65, 203 


Halberstam, J. 243; In a Queer Time and 
Place 240; The Queer Art of Failure 
240-241 

Haneke, Michael 112 

Haraway, Donna 211 

Harding, Sandra 203, 209, 211 

Harry J. Allstars 20 

Hart, A. 253 

Hartsock, Nancy 211 

Hatton, Nicky 63 

Hauer, Rutger 57 

health/healthcare 139, 140, 144, 146, 
156, 193, 222 

The Health of Populations (Kunitz) 139 

healthy state 8, 143 

Helmreich, S. 72 

heteroglossia: dementia care 
environments 178-180; subverting 
other’s word 178-180 

heteronormativity 213, 214, 239; 
forgetting 207; see also normative 
heterosexuality 

heterosexuality 239; and homosexuality 
239; and jouissance 240; normative 
239 

Heuman, L. van 186 

Higgs, P. 61 

Historia Plantarum (Ray) 75 

HIV/AIDS 10, 30, 139, 237 

Homer 258n3 

homosexuality 239, 253 

Hulko, W. 10, 37-53, 75, 213, 220, 231n1 

human-animal interaction (HAI) 73 

human exceptionalism 73—74, 76, 

78, 80 
humanistic psychology 169, 171 
human rights approaches 151-163 


284 Index 


human rights-based approaches 
(HRBA) 78-79 

human subjectivity 77 

Hydén, L.C. 229 


identity 110, 124, 206, 237, 238-240; 
and allyship 220; embodied 238; fixed 
and essentialised 270; gender 224, 
243; individual 65, 169; minority 250; 
personal 169; politicised 185; politics 
244; sexual 226; social 250; troubling 
238-240 

imagination in dementia studies 210-213 

implicit ableism 243 

In a Queer Time and Place (Halberstam) 
240 

incapacity to make decisions vs. legal 
capacity 158-160 

incarceration 152, 158, 161, 163 

independent living 161-163 

Indigenous Action Media 220 

Indigenous Cultural Safety (1CS) 
training 227 

individual identity 65, 169 

inequality 157-158 

inequity: social 7; structural 4; 
systemic 4 

insanity 73-74 

institutional archipelago 156 

institutional violence 144 

integrative power 79 

inter-embodied self 63 

International Covenant on Economic, 
Social and Cultural Rights 78 

intersectional feminist studies 222-223 

intersectionality 9, 16, 18, 144, 147, 211, 
223, 236, 242-243 

intersections 242-243 

inter-speciesism 72 

Irigaray, Luce 203 


Jackson, A.Y. 3, 270 

The Jacksons 20 

Jain, Sarah Lachlan: 
‘Prognosis Time’ 104 

Jantuah, Sabrina 23 

Jenkins, Nicholas 6, 62-63 

Johnson, Boris 1 

Johnson, M.L. 243 

Journal of Clinical Nursing 61 

Jurgens, A. 257 


Kafer, Alison 4, 188, 193, 254, 258, 
264-265, 268, 270-272; Feminist, 
Queer, Crip 10, 185 


Käll, Lisa Folkmarson 110-111 

Kant, Immanuel 264 

Kaplan, E. Ann 101-102 

Katz, Stephen 3, 6, 64 

Keady J. 268 

Kelly, A. 220 

Kermode, Mark 102 

Kim, E. 193, 194 

Kim, J.B. 185, 194 

King, Andrew 10 

Kirksey, S. 72 

Kitwood, T. 59-60, 61, 72, 78, 170, 224, 
257 

knowledge 210-213 

Kontos, P. 62, 106, 243 

Krieger, Nancy 139 

Kunitz, S.J.: The Health of Populations 
139 


Langdon, A. 170 

Lather, Patti 11, 202, 263-266, 269, 270, 
271 

Lee, K. 63 

legal capacity vs. incapacity to make 
decisions 158-160 

legitimate knowers 155 

Leibing, Annette 6, 66 

Lesbian and Gay Movement 237 

Levi-Strauss 72 

LGBT Foundation 27 

LGBT+ movement 15 

LGBTQI community 238, 241; and 
dementia 15-19, 25; ostracised from 
family 27-28; safe spaces 18 

liberty from violence 160-161 

‘Liquidator’ 20 

Livingston, J. 192 

Lorde, Audre 15, 202 


MacLure, M. 269, 271 

maiming 195 

Majdič, G. 77 

Malcolm X 21 

malignant social psychology 
61, 219 

manipulative power 79 

Marcus, G.E. 3, 264 

marginalisation 5, 79, 83, 91, 120, 125, 
212, 242, 247 

material citizenship 63 

materiality 62-63, 85, 207 

material violence 154 

Matsuda, Maria 6 

Matsuoka, A. 79 

Mayr, Ernst 75 


Mazzei, L.A. 271 

Mbembe, A. 8, 136-137, 138 

McCann, H. 237 

McNeil-Seymour, J. 219 

McParland, P. 204, 205 

McShane, K. 79 

Mead, G.H. 76 

medical model 157, 188, 247, 252 

memory 64-65 

mental disability 190, 191; and demented 
bodyminds 190-192 

methodology 10, 11, 94, 185, 187, 209, 
212, 213, 214, 219, 263-275 

Minich, Julie Avril 185, 186, 187 

minority ethnic culture 90, 94 

minority ethnic dementia research: 
anti-racist research approaches 92-94; 
cultural framings of ethnicity 89-92; 
dementia diagnosis 91; as white 
project 84-89 

minority identity 250 

Monaghan, W. 237 

Moral Treatment movement 74 

mourning 103 

Moussawi, G. 243 

movement therapy 45 

multi-species dementia studies: 
cognitive ableism 74—76; critical 
73-80; embodied subjectivity in 
dementia 76-78; human rights-based 
approaches 78-79; human rights- 
based approaches 78-79; overview 
72-73 

multi-speciesism 72-73 

Muñoz, José Esteban 242-243 


narrative: bio-medical 236; decline/ 
pathological/abnormal 236; film 
100-101, 105; first-hand 20; hygiene 
268; logic 256; of the pandemic 1; 
political 269 

necropolitical 139, 141, 142, 144, 146; 
act 147; analysis of the dementias 
144-146; consequences, and 
population health 139-141; strategies 
and the state 142-144 

necropolitics 8, 136-137; of ageing 
144; ageing as pathology 141-142; 
of dementias 136-147; necropolitical 
analysis of dementias 144-146; 
necropolitical strategies and the state 
142-144; necropolitics of ageing 
144; pathology as weakness 141-142; 
population health and necropolitical 
consequences 139-141 


Index 


need: and COVID-19 pandemic 125; 
older people with care 124-126; and 
precarity 124-126; structures of 
124-126 

neglect 58, 60, 83, 111, 124, 126-130, 
151, 158, 195 

neoliberal ableism 273 

neoliberal capitalism 9, 120, 189, 
193-194, 196, 243 

neo-liberalism 242, 244 

neurodivergence: de-pathologise 10, 249; 
pathologisation of 252-253 

neurodiversity 9-10, 33; approaching 
dementia without neurotypical gaze 
255-256; defined 248; and dementia 
247-258; paradigm as explorative 
stance 253-255; pathologising 
252-253; pathologising neurodiversity, 
pitfall of 252-253; pitfall of 
relativising disruptive difficulties 
249-252; and research design 257-258 

neurological: damage 193; disease 169; 
impacts of the pandemic 145; others 
255; research 58 

neurominority 248, 255, 257-258 

neurotypical gaze 255-258 

Njoki, M. 213 

No Future: Queer Theory and the Death 
Drive (Edelman) 240 

non-binary gender 15 

non-continuous temporalities 64 

non-discrimination 157, 158 

non-innocence of representation 
269-271 

non-verbal communication 62, 169 

normative heterosexuality 239; see also 
heteronormativity 

normativities 238-240 

nutrient power 79 


285 


O'Connor, D. 170, 197n1, 257 

older people with dementia 8, 131-132, 
146, 192, 195-196; and COVID-19 
pandemic 127; as devalued subjects 
120, 129; exclusion of 126; living in 
long-term care 122, 128; as vulnerable 
group 130 

O'Neil, O. 78-79 

ontological violence 154 

ontology 75, 337 

oppression 3-5, 74-75, 79-80, 187-189, 
192-194, 196, 202-203, 208-209, 211, 

„214, 219-220, 227 

Orulv, L. 10, 273-274 

Osterholm, J.H. 229 


286 Index 


otherness 203-205, 239; and normality 
249; of women 203, 214 

others: neurological 255; safety and 
security of 160-161 


pandemic 136, 141, 145 

paranoid readings 110 

(de-)pathologisation 252-253 

pathology: ageing as 141-142; and 
neurodiversity 252-253; as weakness 
141-142 

‘Patients First’ 60 

Patsavas, A. 191 

people with dementia 1-10, 32-36, 
127-130; and ableism 155, 157-158, 
163, 220; biomedical difference 
vs. equality 157-158; community 
inclusion 161-163; community living 
161-163; conditions of confinement 
160-161; confinement, deciding about 
158-160; counter-arguments 156-157; 
and COVID-19 pandemic 47-53; 
critical disability studies scholarship 
154-156; dialectic arguments 
156-157; economic burden 161-163; 
experiences and activism 152-154; 
films representing 112; incapacity 
to make decisions vs. legal capacity 
158-160; independent living 161-163; 
indivisible humanity of 74; inequality 
and segregation 157-158; and 
LGBTQI community 15-19; liberty 
and freedom from violence 160-161; 
overview 151-152; and precarious 
ageing 8; safety and security of self 
and other 160-161; social burden 
161-163; and structural violence 7-8; 
use of humour 9 

personal identity 169 

personal tragedy discourse 247 

person-centred care (PCC) 59-62 

personhood 6; characteristics of 57; 
critical perspectives on 57-67; 
de-centring 62-65; and dementia 
57; and socio-material modes of 
togetherness 67 

Personhood Club 72, 74 

Phillipson, Chris 8 

policy 218-230 

politicised identity 185 

polyphony 175-176 

popular-festive forms 173-174 

population health and necropolitical 
consequences 139-141 

population planning strategies 143 


positive person care 61 

Post, Stephen 60 

postcolonial: critique 196; movement 
185; studies 210 

post-humanism 63, 219 

post-modern feminist epistemology 203 

post-structuralism 62, 64, 203, 
236-237, 239 

poverty 121, 127, 142, 172, 174, 194-195, 
209 

Povinelli, E. 126 

Powell, P. 220 

power 225-228; competitive 79; 
exploitative 79; and framings 
of dementia 7; integrative 79; 
manipulative 79; nutrient 79 

power-silent accounts 4 

practice 218-230, 267 

Prainsack, Barbara 57 

precarious ageing 8, 120-122, 125-128 

precarity: biomedicalisation of 
ageing 122-124; concept of 120; 
and dementia 119-132; impact on 
devalued lives 126-127; overview 
119-120; structures of need and care 
124-126 

Price, M. 190, 206 

Proctor, G. 170, 208 

“Prognosis Time’ (Jain) 104 

proper fear 109 

Provincial Health Services Authority 
231n3 

Prpar Mihevc, S. 77 

psychology 72, 186; humanistic 169, 171 

psychosocial discourse 169-170 

Puar, Jasbir 192, 193, 194, 243-244; The 
Right to Maim: Debility, Capacity, 
Disability 243 

public health 139, 143; and COVID-19 
123; discourses 83; epidemic 194; 
interventions 143 


The Queer Art of Failure (Halberstam) 
240-241 

queer-crip: critiques 196; movements 185 

queerness 15 

queer theory 235, 236, 237, 243; and 
critical dementia studies 10, 235-244; 
dementia as social construction 
235-237; and neurodiversity paradigm 
10; queer troubles 243-244; and three 
queer turns 237-243 

queer troubles 243-244 

queer turns: and queer theory 237-243; 
troubling identity, subjectivity and 


normativities 238-240; troubling 
intersections 242-243; troubling times 
240-242 


Rabelais and His world (RHW) 
(Bakhtin) 171, 172 

race 5, 7, 9, 20, 30, 75, 83-84, 88, 90, 
186, 189, 193-196, 229, 243, 264, 272; 
and anti-racist research approaches 
92-94; and culture-focused framings 
90; and dementia research 83; 
and structural inequalities 242; 
un-silencing 92-94; un-silencing, 
through anti-racist research 
approaches 92-94 

racial/ethnic groups 140 

racialisation 88; un-silencing, through 
anti-racist research approaches 
92-94 

racialised social inequalities 83 

racism 21, 88, 137, 191, 194-195, 
209, 213, 219, 228; and dementia 
research 83 

Ramanathan, V. 170 

Ray, John: Historia Plantarum 75 

recasting 4-6 

reclaiming 4-6 

re/framing 6-7; ethnicity in dementia 
research 83-95 

relationality 109-111 

Relic 101, 102, 112-113; care in 109-111; 
ethical responsiveness in 109-111; 
relationality in 109-111 

reparative reading 110 

representations: cultural 7, 102; non- 
innocence of 269-271; of ‘otherised’ 
people 102 

research design: implications for 
257-258; neurodiversity 257-258 

residential aged care facilities 
(RACEs) 153 

right to equality 158, 160 

right to liberty and security of the 
person 160-161 

The Right to Maim: Debility, Capacity, 
Disability (Puar) 243 

Robertson, Hamish 8 

Roets, G. 204 

Rohra, Helga 32-36; Stepping Out of the 
Shadows 34 

The Rolling Stones 20 

Ronald Amanze 20-24; ‘Black History’ 
21; diagnosed with dementia 20-24; 
music choice 20; on racism 21; “Talk 
Dementia” 23 


Index 287 


Rose, N. 79 
Row, Jennifer Eun-Jung 187 
Rudrum, D. 175 


Sabat, S. 60, 168 

safety/security: of other 160-161; of self 
160-161 

Saleebey, D. 225 

sameness/difference 157-158, 203-207 

Sandberg, L. 9, 72, 196, 223 

sanism 104 

San’yas ICS (online training programme) 
231n3 

Sapp, J. 77 

SARS 136, 139 

Schalk, S.D. 185, 187, 191, 193, 194 

Schillmeier, M. 271 

Scull, A. 73 

Scully, J. L. 140 

Second World War 143, 177 

Sedgwick, Eve Kosofsky 110, 202 

segregation 152, 156, 157-158, 163; and 
inequality 157-158; of people living 
with dementia 151-163 

self 6; -advocacy movements 210; 
de-centring 62-65; inter-embodied 63; 
safety and security of 160-161 

selfhood 59-62; embodied 62; and 
embodiment 62, 106 

senile dementia 58-59 

sex 29, 174, 224, 252; see also gender 

sexual identity 226 

sexuality 5, 9, 186, 189, 239, 243, 264; 
Ettenes on 29-30; and norms 239 

sexually transmitted diseases 143 

Shakespeare, T. 186, 188, 197n1 

shopping list positionality 267 

silence 4, 7, 50, 83, 85, 87, 88, 89, 90, 92, 
94, 131, 271 

Silverman, M. 236 

single liberatory strategies 3 

situated knowledge, and dementia 
studies 210-213 

social burden 161-163 

social care: disciplines 73; environments 
144; institutions 93-94; services 89; 
services and support 273; see also care/ 
caring 

Social Citizenship movement 78 

social death 105-106 

social exclusion 127, 264 

social gerontology 2-3, 207 

social identity 250 

social inequity 7 

social injustice 140 


288 Index 


social justice 3, 9, 78-79, 83, 89-91, 131, 
171, 185, 187, 196 

social model 187-189, 192 

socio-economic status 140 

sociology 72, 186 

socio-political 169; discourse 170-171; 
levels 137; models 170; responses 140 

Sorenson, J. 79 

Spade, Dean 194 

spatiality 119, 122, 124, 128, 206, 241 

species: embodied subjectivity in 
dementia 76-78; origins of 75 

speciesism 77; and cognitive ableism 
74-76; defined 75; as prejudice 75 

standpoint theory 211, 212 

state: and necropolitical strategies 
142-144; violence 143-144, 187, 192, 
194-195 

Stepping Out of the Shadows (Rohra) 34 

Stern, L.A. 226 

stigma 4, 89, 101, 105, 120, 127-128, 
153, 155, 157, 255, 264 

Stoetzler, Mark 212 

Stonewall Rebellion 15 

St Pierre, E.A. 270 

strategic alliances 264 

structural discrimination 158 

structural inequity 4 

structural violence 7-8, 228; and people 
with dementia 7-8 

subject/subjectivity 6, 8, 9, 21, 59, 60, 
63, 74-80, 92, 100, 102, 103, 105-107, 
109-113, 113n2, 120, 122, 125-131, 
136, 141, 155, 158, 168, 171, 174, 
180, 186-188, 192-195, 203-208, 211, 
212, 214, 219, 223-225, 238-243, 249, 
258n4, 263, 270, 274; altered forms 
of 107; embodied 76-78; and female 
body 203; hegemonic 205 

successful ageing 185, 206, 238, 255 

Sullivan, N. 237 

Supernova 26, 100, 101, 104-107; good 
death fantasy 112; social death 
105-106 

survival strategies 243 

Swaffer, K. 33, 153, 155, 205 

symbolic violence 236, 244 

systemic discrimination 158 

systemic inequity 4 

systemic prejudice 75 


Talk Dementia 23, 24 
Tauber, A. 77 
Taylor, Richard 33 


temporality 11, 63, 65, 104, 189, 236, 
240-241, 268, 274 

theory: critical disability 152, 156; 
feminist 219; feminist standpoint 203, 
207210, 211; standpoint 211, 212 

third-person consciousness 85 

Thomson, David 109 

tightly told tragedy 105 

Time Binds: Queer Temporalities, Queer 
Histories (Freeman) 240 

Toots and the Maytals 20 

Tourette’s syndrome 248 

trans: -disciplinary fields 180; folk 
219; person 26, 29-30; theory 236; 
women 30 

trans-phobia 5 

trans-speciesism 72 

trauma-informed practice (TIP) 227, 229 

Travaglia, Joanne 8 

troubling times 240-242 

Tsing, A. 79 

Twigg, Julia 207 


N Disability Committee 158, 161, 162 
nited Kingdom (UK) 123, 146, 237; 
COVID-19 pandemic 1; LGBT 
community in 26 

Universal Declaration of Human 

Rights 78 

nproductive lives 143 

N Special Rapporteur on the Rights of 
Persons with Disabilities 161 
usurpation 265-269, 274 


U 
U 


[= 


E 


vascular dementia 239, 251 

verbal abusiveness 172 

verbal communication 194 

Vice, S. 177 

Vidal-Ortiz, S. 243 

violence 79, 103, 112, 131; actual 
236, 244; capitalistic 187, 194-195; 
epistemic 160; institutional 144; 
liberty and freedom from 160-161; 
material 154; ontological 154; state 
143-144, 187, 192, 194-195; structural 
7-8, 228; symbolic 236, 244 

vulnerable/vulnerability 2, 5, 7, 8, 18, 28, 
65, 79, 109, 111, 112, 120, 121, 128, 
130, 131, 139, 140, 144, 146, 155, 193, 
195, 205, 247, 272, 274 


Walz, M. 252 
Ward, R. 72, 196, 206 
War on Terror 103 


Wearing, Sadie 7 

welfare state 121 

Western philosophy 191 

Whitehouse, P.J.: American Dementia: 
Brain Health in an Unhealthy 
Society 66 

whiteness 95n1; and dementia research 
83-95; normativity and privilege of 
84, 88; as racialised privilege 85; of 
spaces 85-86 

Williams, S. 268 


Index 289 


Wolfe, C. 74, 75 
World Health Organization (WHO) 58, 
235-236 


Yoshizaki-Gibbons, Hailee 9 
Young, Iris Marion 79 
“Young Gifted and Black’ 20 
Yuval-Davis, Nira 212 


Zeilig, H. 100, 103, 104 
Zubair, Maria 7 


Taylor & Francis Group 
an informa business 


Taylor € Francis eBooks 


www.taylorfrancis.com 


A single destination for eBooks from Taylor & Francis 
with increased functionality and an improved user 
experience to meet the needs of our customers. 


90,000+ eBooks of award-winning academic content in 
Humanities, Social Science, Science, Technology, Engineering, 
and Medical written by a global network of editors and authors. 


TAYLOR & FRANCIS EBOOKS OFFERS: 


Improved 
A streamlined A single point search and 


experience for of discovery discovery of 
our library for all of our content at both 
customers eBook content book and 
chapter level 


REQUEST A FREE TRIAL 


support@taylorfrancis.com 


E Taylor & Francis Group Taylor & Francis Group 


¿Y Routledge CBC CRC Press 


